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INTRODUCTION

This handbook is designed for anyone in public health who recog-
nizes the need to learn more directly from the people in his or her

community. Focus groups can put you in touch with these people.

The heart of this handbook is what we learned in 27 focus groups
with people representing populations in the United States that are
disproportionately affected by diabetes. Recognizing that various
cultural and demographic factors influence the effectiveness—or
cause the failure—of health communication programs, the Centers
for Disease Control and Prevention (CDC) embarked on a nation-
wide project in 1994 to learn more about how people living with
diabetes view their disease. Nine focus groups were conducted with
American Indian people and six each with African American,
Hispanic/Latino, and Asian American people, including several
subgroups of these major populations (e.g., several American Indian
tribes). One of our guiding principles was to “honor the stories” we
were privileged to hear (Casey, 1998). We learned a lot, not only
about how people live with diabetes, but also about how to conduct
research more effectively. It is our hope that you will be able to
adapt the lessons we learned in our study about people themselves
and about how to conduct effective research in your own commu-

nity.

One of the most important lessons we learned is that research should
never be viewed simply as a process of gathering information. From
our study, we were reminded of our ethical obligations to share
information as well as to receive it, and along the way, discovered
the benefits and rewards of negotiating a balance between "giving
and getting." (Many people who have participated in research
projects, especially those in minority populations, believe that they
have received no benefit from their participation.) The *“gifts” in
this study included information and cultural sharing, the chance to
build partnerships between the research community and the partici-
pants’ communities, and the tangible monetary payment for
participation.
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To illustrate this point, in section 3 we suggest how you may be able
to give back to the communities in which you conduct focus group
research. Each example is enclosed in a circle, which both repre-
sents the continuous process of giving and receiving and is the heart
of a lesson we learned while conducting groups of American
Indians. The tradition within many tribes is to hold meetings with
participants seated in a circular configuration, to eliminate a spatial
sense of hierarchy. We believe that the researcher—participant
relationship should also be free of hierarchy and should be viewed
as an equal partnership, mutually beneficial to all.

Will you want to do research after reading this handbook? We hope
so. There are questions to answer in and about each unique
community, and there is no substitute for seeing the faces and
hearing the voices of community members. We wish you success
in your endeavors to explore important public health questions with
your community and hope that our findings make a valuable
contribution to your understanding of diabetes and your ability to
communicate more effectively.

Casey, MA. (1998). In Krueger, RA. Analyzing and Reporting Focus Group

Results, Thousand Oaks, CA; Sage Publications.
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ORGANIZATION OF THIS HANDBOOK

This handbook has five sections:
1. Why This Handbook Was Written

The burden of diabetes need not be as great as it is. Effective health
communication supported by sound research is one tool available to
public health professionals and program planners who work to ease
this burden. This handbook is designed to help health professionals
carry out focus group research that can lead to a better understanding
of—and, ultimately, better communication with—the communities
with which they work. Special attention is paid to conducting focus
groups with a limited budget and among racial/ethnic groups that are
disproportionately affected by diabetes.

2. Lessons Learned About Living with Diabetes

In this section, we share what our research revealed about what it’s
like to live with diabetes in various communities and about cultural
aspects of communicating information on diabetes. The findings
from our background literature search and focus group study are
covered separately for American Indians, African Americans,

Hispanics/Latinos, and Asian Americans.

3. Conducting Effective Focus Groups

This is the handbook’s largest section. We set out to learn how
cultural and other characteristics and circumstances affect people’s
perceptions about diabetes. Along the way, we also learned a great
deal about the importance of taking culture into account in
conducting focus groups. This section offers a step-by-step plan for
preparing for, convening, conducting, and assessing the findings
from a focus group study. We share what we learned over the
course of our 27-group study with American Indian, African
American, Hispanic/Latino, and Asian American participants.

vii



Organization ot This Handbook

4. Resources on Focus Groups for Further Reading

This section lists print and electronic resources we found useful and
contacts for more information.

5. Articles Used for Background Research in CDC’s
Diabetes Prevention Marketing Study

In this section, we list more than 80 articles that we consulted for the
Diabetes Prevention Marketing Study. The articles are arranged by
topic area.

Appendices

The five appendices include the focus group screener and discussion
guide and the executive summary of the Diabetes Prevention
Marketing Study.

viii



1. WHY THIS HANDBOOK
WASWRITTEN

If the CDC [Centers fo Disease Catrol and Preventia] is to
maintain the reputation it now enjoys, it will be because in
everything we do, as the kasis for every pogram decisim,

we are willin g to see faes.
—William H. Feege, brmer drecta, CDC

*k kkk Kk k*k*

Becalse you decided to explore this handbook, charces are gu
already know quite a lot alout diabetes. If you work with people
who have diabetes,you have seerits impact ontheir lives aml on
their families ard conmunities. Many people are greatlghallenged
by the treatnent plars they must follow to avoidthe terrille toll of
complicatiors swch as bindness,amputation kidney failure, ard
adverse otcomes of pegrancy.

You are probably aware of these alarming statistics (CDC, 1997):

¢ In 1997, about 10.3 million people in the United States had been
diagnosed with diabetes--a sixfold increase over the past four
decades--and another 5.4 million people had undiagnosed
diabetes.

¢ In 1992, an estimated $92 billion in direct and indirect costs was
spent on diabetes.

¢ In 1995, approximately 67,000 diabetes-related amputations were
performed.

¢ In the United States, African Americans, Hispanics/Latinos, and
American Indians have higher rates of diabetes than do others. A
number of studies have also shown increased rates of the disease
among certain Asian and Pacific Islander populations.

No doubt, you are also aware #tthe kurden of diaketes eednot be
as great as it is.Widespeadclinical ard public health prevertion
programs can deter the orset,development, and progressiorof this
condition.

How can we @ a ketter job of linking what we krow with better
outcorres for ople at risk for or livirg with diabetes?How canwe
work more effectivelyto relieve tle kurden of diabetes arong those
populations disproportionately affecte® These gestiors were the

1-1



1. Why ThisHandbook Was/ritten

The Link BetweenUnder-
standing Living with
Diabetes ard Effective
Health Communication

basis of thre Diabetes Pevertion Marketing Sudy, begun in 1994
undea the sponsorship of the Centers for Disease ©Ontrol and
Prevention (CDC). Three issues guided that sudy and this hand-
book: (1) the link beween undestanding the challenges d living
with diabetes ad effective lealthcommuication (2) the role of
cultural competerce in healthcommuication ard (3) a desire to
share the lessor we learred.

Health communication is the crdting and delivery of messaes
and strateges,basedon consumer reseach, to promote the
health of individuals and @mmunities.

—William L. Roper, former drecta, CDC

*k kkkkk*k*

What isit like for people to live withdiabetes? What is it like for
their families? What role dotheir communities play? Theseshould

becentral questionsfor healthprofessiorls. At CDC, healthcom

munication is groundad in asocid marketing framework that places
the conaume at the certer of all we @. The voices of pople in

communities dive the development of ideas ad messages.To

communicateeffectively, we must learnabout what ou audiernces
want ard need what karriers trey face adl what notivates tlem,

what suppat they nead, and what they dready bdieve and da

Finding that informationrequires research

We use researcthroughout the healthcommunicationprocessas
is apparert in what we refer to as éhHealth Communication Wheel
(shown in Exhibit 1). In this modd, the dacemenhof evalwation
within the inner circle empasizes tk importarce of assessgithe
needs of aninterded awdience. The mod is circuar in shape to
indicate that the process is ogoing. In keepng with the mocel,
researchershaild conductformative evaluation to test maerials or
learnmore alout audiences,as tle Diabetes Pevertion Marketirg
Study did. Health promotion plars are tlen implemened ard
evaluated, and the findings help ersure that future healthprograns
are dbsigred more effectively

Focus groups are a researchethod that canbe used at ary of
several pints inthe modd. A focus groyp study involvesaseries

1-2



1. Why ThisHandbook Was/ritten

Exhibit 1

Health
Communication
Wheel

of discussiors that are gided by preselectedjuestiors, are facili-
tated by a trained moderator; and ae conduded among small,
homogeneous groupsof people. Condder how your programmight
use focis grow studies. For example, you could use the method to
help you profile your audiernce or test corefds ard messagesau
have developed. Or, you could us it to hdp gauge reactionsto a
program or determine how it can be improved. The method is
discussed in depth in seati@ d this handbok.

Implement Analyze
ccmmunlc.ulion evaluation| CONSUMER | Research and segment
strategies target

8

Review
background
information

Feedback

Set
communication
objectives

3

audiences

Identi
Evaluation messquye 4
promotion concepts and
plan pretest

Create Select

an?e:'l::g:'!c.uls communication
channels

and pretest

6

7




1. Why ThisHandbook Was/ritten

The Role of Cultural
Competence in Health
Communication

If communities and cultural barriers are not appropriately
identified and acommodated, then wewill ultim atdy fail in
attermpts tocurb the impact of this most cebilitating disease.

—J.R. Gann ard N. Goodvin in
Diabetes Cae, 1990

*k kkkkk*k*

We live inanincreasimgly diverse society If effective pevertion

prograns are basednounderstandingegle and their envonment,

then learring more atout the role of ciltural factors inhealth
communicatia is inperative. This understanding \ital becaue

cultural factors are atintegral aspct of life am health care for a
large proportion of the people living with and most at risk for
diabetes.

Culture can affect

¢ What symptoms a person considers to be a problem.

4 Comfort level with the way health care providers communicate.
4 Belief that diabetes can be prevented through exercise and diet.
4 Anindividual’s desire to keep an illness confidential.

4 Beliefs about the cause of illness (and perhaps about the cure as
well).

¢ Tendencies toward stoicism or dramatic reactions to discomfort or
pain.

4 Trust or distrust of medical advice or procedures.
¢ Types of social support provided by family and community.

4 Perception of the best method of treatment.

Cultural competerce has leendefined as ‘a set of acaémic aml
interpersoal skills that allowv individuals toincrease their under-
starding and appreciationof cutural dfferences ad similarities
within, among, and beéween groups (U.S. Det. Of Health and
Human Senreices, 1992, p.iv For health préessimals, learning
more about the communities with which they work canbe a part of
their growthin cutural conpeterce.

Being resmnsible ard respnsive towardvarying cutural need is
discussed in the literatue as a set of cqmonens or a pocess of

14



1. Why ThisHandbook Was/ritten

stages. For examge, compmnerts migh include a commitmento
cultural conpeterce, awaremess ad acceparce of dfferences
anong cultures andselfawareness (Rmau 1994).0Other research-
ers offer tle commnrents as actionstatemets, sich as krow
yoursdlf, keep an open mind, respect differencesamoryg peoples,be
willin g to learn learn to communicate effectively, don’t judge, and
be resourceful and aeative (Grossman 1994)

Similarly, the stagesknown by a varietyof names,terd to follow

a similar progression (1) cutural semitivity or awarerss (lging

conscious of the ruances of otler cuturesandone’s ownculture)

leads to (2) cultural knowledge (understandingulturaldifferences,
seekirg accuate nformation about a cultural group), which results

in (3) cultura competerce (tre fusing of sersitivity ard knowledge

with behaviors that enhance interactionamorg persors from varied
cultures) (Kavanagh and Kennedy 1992; Torres 1993)

Cultural competence is vital because none of our messages about
diabetes and self-care strategies will make a difference if

¢ The information is inconsistent with important cultural practices,
traditions, or beliefs.

4 The information proposes actions that are impractical or impossible
given the adverse economic circumstances for a significant portion
of populations affected by diabetes.

¢ The information is provided at a level that exceeds the audience’s
reading skill or in a language that the audience does not speak at
all, read at all, or both.

¢ The health care practitioners and educators are unaware or
unresponsive to how language, religion, dietary practices, and a
host of other cultural factors influence diabetes care and communi-
cation.

Why Focus Groups? Through listening, the would-be health communicator becomes
educated by the cmmmunity. What follows then, can bea

partnership in which mutual sharing (dialogue) and respect

become the modd of communication. The sharing appioacd to

communication fosters a interactive dalectic inwhich com-

munities can enpower themselves. . .

—William R. Brieger, in

The Ndion’'s Hedth, February 1997

*k kkkkk*k*



1. Why ThisHandbook Was/ritten

Several researchmetiods are avadble to public healthprofession
als working to learnmore alout their communities. The methods
include teleghone ard mail surveys, individua interviews, ard
statistical aralysis of epdemiologic dita. Focus growp researchs
a unique and important tool. Focus groups have been used for
several decacks,usualy to oltain opinions alout ard reactiors to
consumer products ard services or agertising or marketing
campmigns. But focus growps also canbe very usefd for health
communication.

The value of ths researcimethod lies inthe ablity of focus grop
discussiors to give tle public healthcommunity a charce toexplore
isstes with participarts in great @pth. Properly plamed ard
moderatedgroyps canreveal dfferent, often more hidden, informa-
tion than canother researchmettods.

Focus groupsare ideal for exloring isswes trat a grsoncoud not
answer quickly ard easilyby phone or in writing. Discuissionis a
more effective velcle for thoughtfully exploring sichtopics. Also,
more cetails alout respnses carbe observedin focus growps than
with sore other methods (eg., whether participarts ferverily
believe inanissie or sinply agree witht without acommitmert).
Moreover, in agroup setting, one persoris commers canstimuate
wider-ranging discussion anong the otter participants. And
participants in a focus group mey raise topics that focus group
organizers dd not evenknow to ask abut. Finaly, perhaps
surprisingly, researchstows that perticiparts often feel nore
comfortable discussing patentially embarrassimg healthproblems in
a grouwp settirg with others who share tle problem than they do
discissirg the problems orne-on-one in a pivate irterview. The
ahlity of focus groupsto discover paticipans’ true thoughts ard
feelings ledone market researeh to claracterize focs growps as
“eyes and ears to the real world” (Feig 1996)
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Focus groups can successfully explore these topics, among others:

¢ People’s understanding of what diabetes is and the role culture
plays in how they manage it.

¢ People’s underlying reasons for particular health care decisions.

4 People’s emotions about having a chronic condition and how those
emotions evolved from the time diabetes was diagnosed to the
present day.

¢ The complex roles families can play in the patient’s health care.

¢ Myths about health issues, where they are learned, and why they
are believed.

¢ The health-related barriers people face every day and what can
motivate them to overcome the barriers.

¢ How meaningful a campaign concept or message might be to a
target audience and how it could be improved.

Like other researchmethods, the veryaspects of focs groyps that
make them so valalde also limit tlem insome wag. The main
limitationis that focts grow participarts are geerally selectedrom
acorvenence samle (persors who stare sgcific characteristics)
rather than a rardom samype. The findings therefore are ot gen
eralizalde to a large ppulation Also,the snall number of people
who participate ina focts grop session—discussiors work test
with fewer people—keeps sampe sizes too small for fdings to ke
geneadlizable. Focusgrow findings cantherefore le characterized
as descriptive rather than definitive. The findings are sefd as
guidarce, but they camot be communicated in statemésisuch as
“Americanteerage girls llieve X’ or “Older Hispanic/Latino men
see tleir role inthe familyas Y.” Rather, findings nust be stated in
terms of what study paticipans—not an ertire pop-
ulation—expressed A focus groyp study mayindicate grticipants
views almut what drectionwoud be most frutful for a canpaign.
Or, such a stuly maybring to light the reasos some gople avoid
alocal dinic, s that those problems can be addressed Or, ahealth
departmert may gaininsights alout how sone people might be able
to progress from ehial of their dabetesto accepance anl effective
maregemeit.
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Tradonally, focus growps have the following featues:

About eight to 10 particip ants who are represertative d a
particular audience (e.g., 10 women who have experienced
gestatioal diabetes). Characteristics sth as race,jncome,
occuyation, or a rticular belief or opinion about sonething
may also ke importart. Participants are gualy recrtited by
telephone by a professioml focus growp recriiter.

A trained professimal moderator who, using a dscussion
guide, introduces pedetermired questiors, topics, or materials
to promote irteractive dscussionwith participarts.

A focus goup facility equipped with recording equipmert ard
a ore-way mirror, behind which observers ray sit.

A duration of about 90-120 ninutes.
Refreshments and nominal payment to ercourageparticiparns

to atter ard to stow appreciationto themfor cortributing their
opinions.

However these tradiona featues of a foca groyp must oftenbe
moadified to suit unique circumstarnces orparticiparts, for exanple,

Reach people in communities or neghbahoods tha lack
commercial focus growp facilities.

Recruit people to participate wio may not be reactade by
telephane

Invite people who do not have trarsportation
Talk with people who may not speak English.

Conduct research ith very limited resarces.

There is a science toonductingresearch thnagh focus goups
Every aspect of the process of cowening groys, compsing
discussionguides,ard aralyzing resuts includes pescrited stefs.
This handbook touches oty the tip of the icelerg. If after reathg
this handbook you would like to readmore alout focus groups,
excellent refererces are availdb. We sggest futher readhg in

1-8



1. Why ThisHandbook Was/ritten

section 4 of this handbook, which cortains an amotated
bibliography of print and electronc souces of iformation

c@q 4 This handbook was writterto communicate the lessos learred

) Summary during CDC'’s Diabetes Prevention Marketing Study. It is
intended to hdp persons who wish to condud smilar focus
groyp researchn their ownconmunities.

4 CDC’s Health Communication Wheel and the concept of
cultura competence are keys to conduding effective researchin
the caontext presented bipis handbok.

4 Focus groyss are a valabe researchool for exploring topcs
that require in-depth discussion to be undestood (e.g., the
complex rolesthat families pay in selfcare,how mearngful a
campaign corcefd or message is to memafs of tle target
audierce).

4 Focus growps have sone limitations, in particular, the inahility
to apply the findings to a larger gpulation

Jl References Centers for Dsease 6ntrol ard Prevertion. National diabetes
fact sheet: National estimates ad gereral informationon
diabetes in the United Sttes. Atlanta, GA: U.S. Deatment
of Healthard Human Services, Centers for Dsease éntrol
and Pevention, 1997.

Feg, B. (1996) Focus groups:They're not just for researchers
anymore. [On-ling].

Grossman, D. (1994) Enhandng your cultural competence.
Ameaican Joumal of Nursing 94(7): 58-60, 62.

Kavanagh, K.H., and Kennedy, P. (1992) Promotng aultural
diversity: Strategies of health care professionaléewbury
Park, Cdlif. : Sage.

Ronnau, JP. (1994). Teachingcultural canpetence:Practical
ideas for social work egtators. Journal of Multicultural
Social Work 3(1): 29-42.

Steckler, A., McLeroy, K.R., Gadman, R.M, Brd, S.T., ad
McCormick, L. (1992). Toward integrating quditative and
guantitative methods: An introduction. Health Education
Quarterly 19(1): 1-8.
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Torres, S. (1993). Culturd sensitivity for primary care providers.
ADVANCE for Nurse Rractitioners: 16-18.

U.S. Departrant d Health and Huan Senices. (1992). Orlandi,
MA (edtor). Cultural competerce fa evduators: A Guide
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Ethnic/Radal Commurties. Rockville, MD
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2. LESSONSLEARNED ABOUT
LIVING WITH DIABETES

Lessons learned from
the Literature, Expert
Interviews, and People
Living with Diabetes

To be successfliin community work
weneed a good snse of history, humility,
and a deepresyect fa the people with whom we work.
—Freire, 1988
Kk Kk Kk kx kK%

Throughout this handbook, you will read highlights of what we
learned in the couse of tle Diabetes Pevertion Marketirg Sudy.
In this sectionwe povide some spcial irsights. We hope you will
be ade to wse these to comare with researchyou have alreag
completed, to corsider topcs or issas you might wart to explore
locally, and o othewise hdp you condud your own focus group
researchd grengthen your undestanding of people living with
diabetes inyour community.

Aspart of our preparation for the focus group gudy, we conduded
a literature review of more than 100 aticles and dudies and
interviewed 24 perts on the four population groyps for this study:
Americanindiars, African Americars, Hispanics/Latinos,ard Asian
Americars. Marny of these articles ahinterviewees adtessed
health conmunicationin gereral ratker than diabetes spcifically,
but they nonetheless pnaded useful badakound that helped us
define the purpose anl methods for our focus growp research For
example, insights we gaied from the literatue review nade us
more aware of the barriers to care tht many people with diabetes
face and reminded usthat many of these larriers (eg., limited
transportation) might also irfluence varios aspects of tle focws
growp research The literatue also stnulated key questions for our
focus groupsabout issues such as the influence of family suppart,
the meaning in different languages of word ard terms commonly
used in diabetes commuication efforts, ard how a patient’s
relationshipswith medical personnel affect attitdes towarddisease
and self-carepractices. Two sampe findings ard a few examges of
eachfollow.

Certain barriers to health care, many of which are interrelated,
are common to historically disadvantaged people—who are
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2. Lessons Leamed About Living with Diabets

disproportionately  represerted among people with
diabetes—and to the cutures we wanted to learn more about.
For example:

¢ Low income/povertyard the reedto cqe with corresponding
stress ad difficu lties

¢ Lack of lealthinsuarnce

¢ Limited knowledge of healthcare ad ertitlement systens
¢ Distruwst of ttose sgtems ad of some kalthcare poviders
¢ A native larguage other than English

¢ Low literacyskills

¢ Longer dstarce to care bt limited or no trarsportation

¢ Reliance onenergerty room and public hosptals, limiting
care to acte epsodes

4 Low adhererce to pescriled regimers due to the cost of
supplies ard treatmen

Words and terms related to diabetes ad its treatment have
different meaningsin different languages and cultures. Below
are sane examples.

¢ A studyinvolving Mexican American women reported respon-
dents’ undestanding of sugar diabdes to mean both the
complications of diaketes (gg., blindness,amputatiors) and
table sugar in the blood (Luyas 1991) For some Asians sugar
implied only talde swgar—rot other conponerts of the det
that contain swcrose sich as toney-sweeterdfoods ard sweet
teas (Burden, Saanta, and Rahian 1988).

¢ For many Hispanics/Latinos, the term diet has regative
comotatiors. In one study, Hispanc/Latino wormen made a
distinction between diet food, also calledAmericanfood, ard
Spanish oMexican fad (Hendricls and Hass 1991).

4 Inonestudy involving older African Americanwormen in the
Sauth, fresh also impied tasteless (Liedman persoral
interview).
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In conduding theliterature review and interviews, we corcertrated
on common percegions alout illness ad diaketes arong eachof
the four target populations We found awealth of knowledge and
researchthat helped illuminate sone percegions held by many
members of the target papulations. The literatue review ad inter-
views also sggestedsone gereral findings atout specific racial/
etmic grouyps ard guidedour decisiors alout which questiors to ask
and the most appropriate ways to conduct the fgus goup sessios.

Most of what the focus group paticipants told ussuppated what we
had learned from the expert interviews ad literatue review.
However,focus groyp participarts aso brought some new perspec-
tives, new language, ard valuable insights that ou other souces
had not mentioned. The ways in which participarts adled to
knowledge we lad gaired from secodary souces hghlight why
you should condder conduding groupsin your community. Simply
put, the groyps you corvere may yield findings that are dferent
from ours. In fact, the sgecializedinformationyou cangainakout
your conmunity may be key to swccessfli conmunication initia-
tives. So what we learned should be a startig place for pu rather
than a substitute f&conductingfocus goups in yur own locale In
addition, by conduding focus groups you can communicate to
community memlers trat you wart to hear from tlem.

Findings relatedo eacthof the fou racial/etmic groyps onwhich we

concertratedare slown in Exhibits 2 through 5. Eachexhibit lists

major findings fromthe interviews ad literatue that are relatetb

the particular population, followed by especially interestiny or
relevart focus growp findings that were ot discussedin either the

interviewsor the literature. The findings from the literature review
arestatedasglobal findings; by cortrast,the findings from tte focts

groups are tyically expressedas tte views of some or all of ¢h
participants. As the focus group findings hdp to demondrate,

enormous individual diversity exists everanong a snall grouyp of

people who stare a laguage am cuiture.

The text of the execuive summaryon findings from tre Diabetes
Prevention Marketing Sudy is included in this handbook as
Appendix A.
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Exhibit 2. Perceptions about diabetes anong American Indian populations

Some Americanindiars see thbetes as coing from the whte man ard the loss of traiional
lifestyles. Diabetes dsrupts the hohoni, or internd bdance of being (Hagey 1984, 1989; Huttling
et d. 1992;Lang 1989;MacDonald, Sh&, and Canpbdl 1990;Newman, Hdlevoet, and Fiohlich
1993)

Persors who get irvolvedin the whte maris worldare ttought to be more sgcepiible to dabetes
(Hagey 1984)

Diabetes can be causedamy think, by a buildup 6 sugar, fanily stress, beingverweight, genetics,
drinking dcohadl, lack of fresh food, and nd living right (Lang 1989;Newman 1993)

Diabdes is often condgdered afact of life. Attitudes are often fatalistic (Doughty 1994; Haey 1984).

Diabetes is viewedy sone as a lack of sgtual stremth that nmust be resolvedby individuals.
Punshment and gigmatization may occur (Hagey 1984;Judkns 1978)

Native hedling rituas or treatment ae sometimes sought for rdief (Lang 1989; Nevman 1993).

We canducted nine gups with American hdian nen and vomen in Minneapdis and at tribal reseations
in Montara ard Wyoming. The following findings are fromour trarscripts of the groyps, which provide a
recordof similarities ard differences amng participarts at dfferent reservatios and betweenmen ard
women

Mary participarts expressedntense feeligs of slame atout having diabetes. Theyfelt that they
would be stignatized in their cenmunities if dher peple found ait. This perceptia seerad quite
prevalert amorg the men

Some of tke womerwho lived on a reservatiofbemoaredthe fact that alttough one of thre best wag
for themto exercise is walkig, they fear attack fronstraydogs.

Although participarts war to follow a det reginen that will help cortrol their diabetes,they saidthat
foods sich as fresHruits ard vegetabes anl learer cus of meat areat affordade. Governmert
conmmodities—oftenhighin fat ard sugars—comtitute a sigificant portion of their det.

Some participarnts expresseda lorging for cortinuity in their healthcare. They saidthat through the
Indian Health Service, they may see a grticular doctor orly once or twice ad are unable to estalish
a lorgertermrelatiorship.

Some marticiparts who use rontradtional treatrrent methods for dabetes saidhat they rarelytell their
doctors for fear of bing ridiculed Others b not share the informationwith doctors kecawse tte
methods are cosderedsacred

24
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Exhibit 3. Percepions about diabetes anong African American populations

» Theidea of pevertive healthmeasues carrun cownter to a ‘strong serse of tle preset’ that is part
of the alture for many African Americans (Andason & d. 1991)

e A cutural acceparce of overweighmay resut from, ard perhaps conribute to,the prevalerce of
obesity among dder women (Kumanyika and Ewart 1990)

e In ane gudy, family and friends suppat for treatment plans was a pasitiv e force for women but
decreased the llihood of adherence tplans fo men (Uzana and Feldran 1989).

» Younger people terd to be less ognatout diabetes tian older people, who have more gers withthe
disease (Reid 1992).

» Older pople with diaketes ted to relyless orfolk and popular sectors of th healthcare sgtem ad
more a prafessiamal care than dgounger peple (Reid 1992).

» One study showedthat older patients with higher levels of selefficacywere most likelyto adhere to
an insulin regimen (Uzoma and Feédman 1989)

Six groupswere conduded with African American men and women in Chigago, Hougon, and Ashburn
(Georgia). These were amanthe themes egresseduy these grops.

* No ore felt preparedfor the life changes ttat followedthe dagrosis of dabetes.

» Participarts attritutedthe high incidence of dabetes to stress ithe conmunity, lack of irformation,
a reponderarnce of otler seriows illnessesard dietarypreferertes. Some participarts descriteda
perception of stress relatetb social ills,citing crime, being laid off work, lack of trarsportation, lack
of resouices,AlDS, racism,ard lack of commuicationbetweenfamily memtlers.

» Participarts inall groys expresseccorcerrs about the finarcial burden of diabetes. Many partici-
pants voicedappreciationfor healthcare poviders who were flexble alout payment for services.

* Mary souces of iformationwere metioned, including print material from lealthcare poviders
(hosptals, clinics, doctors, dietitians); workshops, classesard other presetiatiors at hosptals ard
clinics; ard the AmericanDiabetes Association In gereral, participants were satisfieavith the
informationthey receive It saidthat it needs to ke dissemimtedmore wictly amorg young adults.

» Participarts dd not express a stramprefererte for African Americanhealthcare poviders, but sone
saidthat providers’ knowledge of tte cdtural sigrificance of det woud be usefu.

» Several articiparts saidthat dabetes des rot get the sane attetion within the African American
community as @ carcer, high blood pressue, ard stroke.
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Exhibit 4. Percepions about diabetes anong Hispanic/L atino populations

lliness results frm disharnony in the baly (Reinert 1986; Zldivar and Srolowitz 1994).

lliness is aualy seenas a state ofidcomfort. The alserce of synptoms for earlydiabetes tlerefore
makes it less ba cancern (Reinert 1986).

Disease, pain, and sufferimge vewed as deterined byGad and therefe are tdbe endured as
punishnent for wrongdoing. Long-termillness is part bone’s destinyand is tadbe endured stocally
(Adans, Briones, and Rentfr@992; Hall 1986; Hendrickand Hass 1991; Martinez 1993; Reinert
1986; Schwab, Meyer, and Marell 1994;Zaldivar and Snolowitz 1994)

There is a strog correlationbetweenlow socioecoomic statis, limited accuturation, old age,ard
bdief in folk medicine (Reinert 1986)

There is sone use of lerbalists ferberos) ard masseses gobadeos) for treatirg dabetes (Adams,
Briones, and Rentfr&992; Reinert 1986;a@hszein 1993).

Diabetes is lelievedto be cawsedby too mwch sweet foodard accunulatedsugar inthe Hood, an
inherited cordition relatedto being overweiglh, the cumulative effect of ineractirg experiences sige
childhood (including stress)ard swjarthickened blood that interferes withcircuation (Zaldvar
1994)

In Hisparic/Latino families, women make the decisionalout whento turn to ouside help (Davidson
1991;Rdnert 1986)

To somejnsuin is a last resortThey believe that if they needinsuin, they are goirg to de soonor
lose their eyesight (Davidson 1991)

Exercise is associatedith expensive healthclubs, the work of lower classesy both. It is not
believedto have therapeutic benefits and is seeras apropriate gincipally for men and young people
(Hall 1986;Urdaneta and Krehbiel 1989)

Six groupswere conduded (in Spanish) in Los Angeles and New York City with Hispanic/Latino men and
women originally from Mexico, Puerto Rco, Central America,ard the DominicanRepublic. The
following are eamges of tlemes tht were egressediy these focs groys.

Several @rticiparts saidthey typically forgo kuying needed medication glucose testig strips, or both
until they canafford themor a fanily member buys them

Among male participarts’ corcerrs alout the conplications of diabetes,one of the nost importart is
the fear of semal dysfunction. Many admitted that their experience withimpotence regatively
affectedtheir selfesteem.

Some marticiparts saidthey believe that the orset of dabetes reslis froma stromy enotiona reaction
to a goodor bad ever (eg., winning the lottery being rokbed, witnessimg a sucide).

Some marticiparts saidthey feel irhibited about askirg their physiciars dabetesrelatedquestiors
becawse tley feel aslamedof taking up too muich of the doctors’ time ard are afraidthat the doctors
will becorre argry.

Most paticipants said tha thar community offers tham little suppat in managing thar diabetes.
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Exhibit 5. Perceptions about diabetes anong Asian American populations

Literature review and expert interview findings

There was little secific information about diaketes,but findings atout gereral healthbeliefs were strikim.

* The hot/cold, male/femele (or yin/yang) systemcorcerring foods ard illness is ifluertial (Haw-
thorne, Meool, and Tanlinson 1993;Randdl-David 1989)

» The hope for cures cartake peceance over accdprce of lorg-term mamgemein (Burden, Samarta,
and Rdman 1988)

* There is sore use of anlets aml religious papers to wardoff evil ard as nedicatiors (Hawthorne,
Meool, and Tanlinson 1993)

* A reluctarce to oltain help for “minor” problems ard a stoic attitde about symptoms exist
(Hendricks and Hass 1991).

* Some lelieve that Westerrmedcatiors are too strog for small lmdies,so some gtients agust
dosages at times (Waxler-Morrison, Andeson, and Richardson 1990).

* Some lelieve that orce synptoms are relievednedcationcanbe discorinued (Hendricks ard Hass
1991; Waler-Morrison, Andeson, and Richardson 1990).

* In ome cultures (e.g., Asan Indian), treatment may bewithhdd from ayoungwoman o he
condition may be corcealedso as ot to impede her ahlity to find a sutable husband (Burden,
Samnanta, and Rdaman 1988)

» Defererre is slown to healthcare poviders. Patients maywithhold questiors out of corcernthat
they might imply tha a prectitioner lacks expertise (Kittler and Suber 1990).

Focus group findings

Six groupswere conduded with Asian paticipants. In Los Angeles, groupswere convened with Korean
men and vomen (and caducted in Koean) as l as with Filipino (in Taglog) and Vietnamse (in
Vietnamese) nen and vomen. Two groups were canducted vith Chinese participants in NeWork (one in
Mandarin ard ore in Cantonese). Some commorthemes voicedn the focts groyps included the
following.

»  Womenwere cocerred alout injectiors.

« Some telievedthat doctors tryto cortrol patients by doling ou informationa little at a tine ard
discounting the valie of ron-Westerntreatmen

» Participarts saidthat dabetes is casedby a conbination of factors,including intense enotional
stresscorsumption of sweetsand heredtary disposition

» Participarts saidthat iliness is mre nmanageabbe if the nind is peacefll and positive.
e Participarts were veryworriedthat their illness wold make them dependent on others.

c% Summary ¢ A literatwe review ad interviews with experts rovided
importart guidarce to tle Diabetes Pevertion Marketirg
Study.

4  Forthemost @xrt, the focts grows ecloedthese firdings. The
groyos also revealedew ard unexpectedinformation
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m 3. CONDUCTING EFFECTIVE
FOCUSGROUPS

In this sectionwe walk stepby-stepthrough the basics of settig up
focus groyps and point out sone importart implications of focus
group researchfoparticipants'culturalor racialbaclgrounds,sccio-
economic circumstarces, language, and clinical corditions like
diabetes. Mary of the nost critical lessosawe learrd are hgh-
lightedin boxes. Suggestioms for ways you cangive sonething back
to the communities with which you work are sbhwnin circles.

This sectionfollows the typical segence of activities for a focu
grow study. For the nost part, we followedthis segience for tre

Diabetes Prevention Marketirg Sudy. Keepin mind that these are
flexible gudelines,not rules,ard feel free to adpt themto meke the

most of your researchiesouices.

Step 1: Developing a Pan

4 Wha do you want to learn? Defining your pumpose and
approach

¢ Putitin writing.
4 Who slould help? Developing partnershps.

¢ Who else stould be on the tean? Choosirg moderators ad
trarslators.

4 Whoisyour audience? Defining the conposition and number
of groupsfor your sudy.

Step 2. Determining Where and Whento Schedule the Groups
4 Where canyou hold groys? Selecting places.

¢ What times are goofbr groyps? Setting a scledule.

Step 3: Recruitin g Focus Group Particip ants

¢ Where is evergne? Finding people who may be qudlified.

¢ How do you recrut then? Assuing the right people are
invited.

4 Will theycome? Persuading people to stow up.
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3. Conducting Effective Focus Groups

Step 1:
Developing a Plan

What Do You Wantto
Learn? Ddining Your
Purpos and Appioac

Step 4: Developing the Discussicn Guide and Other Materials
4 How do you ask tte right questiors? Camponens of a gide.
Step 5: Logistical Details and Procedures

4 What to eat?Plaming refresimerts.

4 Areyouread? Setting up the facility.

4 How will you remember everyhing? Recordng ard note
taking.

Step 6: Interpreting the Resuts

4 What have you learred? Figuring it ou.

Think about what you want to learn about or undestand nore fully
that some of tle people with diabetes inyour community might
be able to tell you. Are you planning a communication campagn
targeted to people with diabetes? Are you thinking about putting
together anew brochure with information about nutrition? Areyou
puzzledby healthstatistics abut a segmetnof your community that
suggest lav anareness aho diabetes seltare o barriers tocare
that you need to know more about? Or, doyou smply want to learn
more about people with diabetes fromdiverse ciiures in your
commuity? These ad mary other questiors are anexcellert
starting place for paming a focws growp study. Evenif you have
some eertise in one or more of thse areas anhave comled
literature sources for irsights, there is 0 subgtitute for seeig the
faces ad then hearirg the stories of pople in your community.

Start your study by writing down the main purpose. Depending on
the nature of your community and piograms, your puipose sate-
merts migh be similar to these eampes.

¢ Purpos Tolearn aout the knowledge, attitudes,beliefs, ard
perceptions of people with diabetes inthe community (or a
specific nadghbahood) and their families as background for
developing communication strategies tht will encourage ad
suppat more effective self-care.
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¢ Purposs To develop adearer undestanding of how families
and the social circles of grticular growps of people with
diabetes ifluerce selfeare ad then formuate strategies for
facilitating family and socia suppart.

A clea purpose
statement serves & a
foundation for
quality reseach that .
will enable you to
return accurate and
useful information to

the canmunity to
help prevent and
managediabees.

Purpos: To evaluae the quality of diabetes edcationefforts
and materials govided by public healthclinics in the commu-
nity to people with diabetes inorder to stremgthen services.

Now you can begin planning how to go about conducting the study.
Define the following:

¢ WHO should be on your reseach team. Do you alread
work with community organzatiors involved with the popula-
tion you're interestedn? Could you form new partnerships for
your study? Do you dready have—or need to hire andfor
train—appropriate people to recrit participants? Moderate the
focus grops? Trarslate tle materials aohfindings?

¢ WHO you nead to hear from. Do your groupsneed to include
older people with diabetes? People whose pimary language is
Sparish? People with rerel complications? Another segnent
(or segments) of the population? If you're planning a program
or canpaign, this decisionis animportart part of segnenting
your audience into groupsfor which you can develop gecialy
tailoredmessages or strategies.

¢ WHERE and WHEN to hold thegroups What is likelyto be
mast corvenient ard confortade for participants? Will the
facility need to be large enough to accommodte olservers?
Will it have recorihg equipmert?

¢ HOW to recruit people. Do you alrea¢y have rames ad
telephone numbers? Will it be posside to reachpeople by
teleghone? Will you needto provide informationto people in
advance of a phae cal through flyers, church bulletins, or
other mears? What incertives will be importart to encourage
participation (eg., trarsportation, babysitting, honoraria for
time)?

¢ WHAT to ask particip ants. You have a gesral idea of wat
you want to learn but how should the moderator pocee®
What sgecific questiors will encourage @rticiparts toshare the
informationyou wart to know?

¢ HOW the findings will be summarized. What type of
summaries aml reporting will be importart for your study? Who
will review the results? With whom will you share tre find-
ings?

3-3



3. Conducting Effective Focus Groups

Put It in Writing

When you conduct
your groupsin a
rigorous manner,

your reseach
methods help set tigh
community standards

for conducting
reseach about public
health issues.

Y ou probably wori't be alle to arswer all ofthesequestiorsinitially.
Don't worry! The arswers to someugstiors, swch as exactly how
you will go about recruiting paticipants, will come later. Assemlbe
what you can; you'll find that the gags will be filled in as yu go
alorg.

Try to put all the daming details for your focus growp researchn

writing. Most d us are accusheed towriting out plans and budgs
for projects—or at leastlanning to!—so this suggestion may seem
obvious. But in case pu're tempednotto prepare afairly formal

plan, there are some espiallygoodreasos for recording the details
for focus grops in writing.

Reason 1: A written researchplan, evenan evolving one, is a
valuable tool for telping people focus onthe purpose anl methods
determined to be appropriate. This is espgcially importart for
researchhat callsfor the involvement of people other than you and
your staff. Such people might include

¢ Moderators,recruters, trarslators,arnd partner orgaimzatiors.

4 Gaekegpers—people whose suppat of your gudy can facilitate
or preclude acces to and cooperation from people you want to
talk to. Gaekeeprs canhelp or hinder your efforts to get
permission to use convenient facilities or get irkind donations
of facilities or services #t canerhance tre research

Reason 2: The better the recordof how you go alout your research
the Letter abbe you will be to kuild on what wen well ard modify
anything that coud be improved if you do more researcin the
future.

Reason 3: The nore you have inwriting, the more you will be able
to share withothers to telp strergthenthe quality and productivity
of their focus growp research Cdlaborating on effective research
methods helps to asste that people in other communities will not
have to learn the hard way the lessonr your researcttoud teach
them The Lenefit: everyone acconplishes nore onbehalf of people
with diabetes.
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Who Shoull Help?
Develging Partnershps

By developing
partn erships for
conducting the focus
groups, you open a
door that allowsfor a
giving and receivng
relationship that may
benefit the
community in other
ways in the future.

Never underestirate the extent tavhich your research W benefit
from collaboration with avariety of people, particularly if the study
will inv olve pele o cultures, races, bagtounds,or circunstancs
unlike your own. In fact, it's Smply wrong to attempt to condud
studies without seeling input fran pe@le who hawe expertise b
orgarizatiordl affiliations in the conmunity. Bringing partners on
boardto assisin your researcteffort helps ersure that the reed ard
feelings of the focis grow participarts will be takeninto accout.

Y ou may think of some partners atomatically; others may be less
obvious You may wish to ask others who may have conduded
research with your commuity of interest, for examgde, local
universityfacuty, for their suggestiors.

For potential partners, you may wish to look to
¢ Local clinic personnel.

¢ Leaders of local community groups, advocacy groups, and
religious organizations.

¢ Local health department workers.

¢ Opinion leaders.

Y ou mayhave several eperts ard partners workirg with you ona
project. Not surprisingly, they maynot all agree orthe best wayto
carryout all project activities. For exanple, one personmay believe
that menard womenshould not be corvered in the same focsl
group. Another may argue that amixed group would resut in more
insightful discussion Still another may point ou thatwhile searate
groups are ickal, recrtiting erough men (or wonen) who meetthe
screening criteria nay prove too dficult a task. If you listen
careflly to everpne's advice ard ratiorele, you will be ade to
make irformeddecisiors.
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Providing training
for novice
moderators will give

communities
valuable resairce
people if they seek
more reseach in
the future.

Who Else Should Be
on the Team? Choosng
Moderators and Trandators

Our groundwork with American Indian contacts derted usto the
prevalent feeling armong this etmic grop that alttough they are
regularly scruinized ard studied, they rarelysee redlis or kenefits
from siwch research This knowledye helped us to be more senstive
and to seek way to ersure that the Americanindian communities
would benefit from their participationin ou study. For exanple,we
provided professioml training for four American Indians on how to
condud focus groups They then served as moderators for the focus
groups on reservatioa The benefits of trainng the fou were
twofold. First, becaise tte moderators were from th same citure

asparticipants, thegauld put participants at ease and understand

the culturally driven groyp dynamics during the dscussion Secord,
the people we traired are row equipped with the skill ard experi-
ence needed toonduct research thesalves.

A skilled noderator is keyto your learring what you needfrom your
participants. If you needthe services of a tralator, choosirg a
highly skilled trandator can hdp you dearly undestand your
participarts ard alsosave tine ard money once you reachthe report-
preparationphase.

Moderators
Moderating afocus group requires skill. Don't be tenptedto think

that aryone canleada groy of people through a dscussion You
don’t want someone to merely get through apredetermined <t of

¥
n
iL

WE LEARNED . .. How critical to success par tners can be

A local research partner was the key to obtaining approval from tribal councils to conduct focus groups of American
Indians on reservations. We doubt that we would have obtained approval without a partner contact to shepherd our
request. Most of our partners were Indian Health Services staff members, but other partners—for example, a nurse
whose health facility served primarily American Indians—also helped us.

Our request included an explanation of the purpose of our study and how the study findings would be used (in particular,
some of the ways the study would benefit the population that participated), a copy of the moderator’s guide, information
about the qualifications of the research team members, and endorsements and letters of support from references.

Note: The approval process we followed is a prerequisite for research with most tribes. Because some tribal councils
convene only once a month, allow two to three months in your research plan, if possible, for the process.
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broad questions you want someone who can be counted on to
facilitate discussion that is productive from aresearclstandpnt as
well as irterestig ard worthwhile for participarts.

A skilled moderator can

L4

Quickly estaltish rapport with participarts ard put themat ease,
especialy those who may be nervous alout what topcs will be
raisedin the grop discussion

Maintain an ojective anl acceping mamer that ercourages
expression of different, evencorflicting, opinions. A skilled
moderator respnds to participarts’ conments with state-
merts—and bady language—tha say, “I think | undestand
what you are saing,” not “Yes,that is exactly right” or “No, |
don’'t agree€.

Create an atmosphere in which participants canoperly discuss
a potertially sersitive healthtopic.

Encouage evergneto participate,drawing out participantswho
are more reticem ard deftly “controlling” those wio try to
dominate the dscussion

Keeptrack of time,coverirg all ofthe topicsin the discussion
guide while also pobing interestimy statererts and revelations.

Rememberwhat participarts sayard return to comments if they
are relevanlater inthe dscussion

Undestand te cultural background and aher characteristicsof
participarts, esgecially isstes that may influence group dynam-
ics. This undestanding includes the ability to comfortably
speak the larguage farticipants war to speak.

How do you go alut choosirg appropriate noderators? First,
investigate whther it will be possille tocortractwith a professioml
moderator—or moderators, if you articipate ttat your study will

encompassdiversegroups. Although the services of a pfessioml
can beexpensgve, you'll find thatthey re oftenwell worth the cost.
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Look for a moderator who has

¢  Experience with health-related focus groups, ideally diabetes.
Bear in mind that it is more common for moderators to have
experience with consumer product research than health behavior
research. Also, many moderators will have little experience
working with people with diabetes, people who have low incomes,
or people whose primary language is not English.

¢ A background similar to that of participants. If possible, it is a good
idea for the moderator to be of the same gender, age group, and
race or cultural background as participants, especially if those
characteristics are relevant to the research topic.

Must you achere strictlyto these gidelines? No. For exanple,
many professiomal modkrators,especially those withhealth experi-

ence, caduct successfulrgups am sensitie tgics with pele of

the oppasite gendea and d a different aultural background than

theirs. Theonly characteristic orwhich you camot compomise is
language kill. The moderator must be able to undestand and

condud thediscussion in thepaticipants' primary language.

If you carit find, or affordto hire, professioml mocderators,it is

possibleto select ad train people with the appropriate claracteris-
tics. What is esseial is that the trairing be provided by an

experienced professioml moderator. This skill cannot be addressed
fully in asingle, hour-long session Allow at least two fil days for

training.

When considering people to train as moderators, look for people who
¢ Have some familiarity with the focus group topic.

¢ Talk easily and comfortably with others.

¢ Listen responsively.

¢ Are pleasant and good-natured.

¢ Are composed and self-assured without being arrogant or con-
ceited.

¢ Think quickly on their feet and will be able to probe issues not
addressed directly in the discussion guide.

Formaltraining coursesarea so available—usually through market
researcHirms. This option may be aworthwhile investment if you
plan to conduct facus goup research redarly. Having a trainel
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moderator onstaff may justify aninvestnent in formal trairing.

It's best to avoidserding inexperienced moderators irfo anactia

focusgroyp totally “cold.” If possilde, corvere a shrt (ore- to two-
hour) mock focs growp to give eachnewly trained mocerator a
charceto rehearsehis or her new skills ard get confiortalde with the
role.

Trandators

If your groupsare likely to beconduded in alanguage in which you
are rot fluert, you will needto include trarglation servicesn your
plans. Ideally, the focts grouyps canbe held in a locationwhere a
separate room will be availabe for olservers. Thenyou canset g
a closeekircuit televisionor auwlio playback eqipment and monitor
the ses#on while the trandator provides you with a sense of the
discwssion (We cover isses relevanto facilities, observersard
recordng later inthis handbook.)

1

LL WE LEARNED . . . How to train culturally appropriate people to moderate focus groups

We had the resources to use 10 moderators for the diverse ethnic and racial groups in our eight-state study. Most of the
moderators we used were professional, experienced people. The moderators for the American Indian groups, by
contrast, were people we selected and trained specially for this study. The curriculum, taught by professional moderators,
addressed general diabetes background information, health communication and evaluation research methods, and
moderating focus groups. Curriculum segments included the following.

Diabetes Background
* Diabetes initiatives at CDC
* Available resources for diabetes education and prevention

Health Communication and Ev aluation Research Methods

*  Health communication and marketing at CDC

*  Formative evaluation for diabetes programs designed for minority populations
e Survey research as an evaluation tool

* Case studies as an evaluation tool

Moderating Focus G roups

*  Overview of focus group research

*  Mock focus group session (with moderator trainees as participants)

*  Moderator's guide and moderating techniques

*  Results of focus groups conducted to date with African Americans, Asian Americans, and Hispanics/Latinos
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Who Is Your Audience?
Defining the Composition
and Nunber of Groupsfor
Your Study

If a seprate room wolt be availalte, corsider having the trand ator
attend the discussion groupsand then listento the recorihgs of tre
discussionafterward ard either take notes for you or transcribe the
tapesinto Endish. This service, combinedwith the report you will

probady ask tke noderator to pepare, will give you a nore
comprehensve view of the discussion than you will obtain from the
moderator’s refort alore.

Bear in mind that trarslators (awl trarslated trarscripts) are gite
expensive. Fully explore the ogions that your researctpartners amwl
moderators may be alde to swggest lefore tuning to conmercial
services—usually listedin the Yellow Pages of netropolitan area
phone booksunder ‘translation servces.”

Onea you have assemlied a teamtake a closer look at éhpurpose
statemenard your earlyideas abut who to include in your groups.
Now you should begin getting more sgecific alout the conposition
and nunber of groupsfor your study.

Composition of Groups

In corsidering the types of mople to involve in a focts groy, a
gereral rue of thumb is to put people togetler wio will be comfort-

able with one arother. If everone has some olilous common
ground, participants are more likely to becomfortable and qen. For

example, participants might be women unde age 50 with a high

school dploma wlose dabetes was idgrosed withn the previous
two years. In addition to using demographic characteristicssone
studies also cosder other similarities (eg., people who have
indicated that they don’t monitor their glucose as ofteras ttey
should but are reag to start tryng).

Be careful about mixing people from very different backgrounds
For exame,

¢ People whose educationd backgrounds and scioeconomic
circumstarces are venyifferent—say sone have gradiate
degreeswhile others have only a gra@ sclool education—might
not be confortalde togetler.
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4 People might defer to participarts who are codderally older or
who have positions of respect or athority.

4 Men and women might na be comfortable discussing some
persona topicsin amixed group.

4 People who know eachother might be less opn about personal
topics than they would be with strargers, or they might be
reluctart to dsagree witteachother’s opnions.

4 Even amorg a magr ethnic or racial grop, people from
different countries nay not mix well or spgeak the sane lan
guage. We wanted to represert Americanindiars, Asians, ard
HispanicgLatinosin our study. But think about it; more than
500 American Indian tribes anl Asian populatiors include
people from several contries wto spak nany different
languages. Similarly, many Hisparic/Latino cutures are
represenedin the United States.

1

LL WE LEARNED . .. How to make mixed groups w ork

We knew we wanted participants

*  With non-insulin-dependent (type 2) diabetes mellitus

e Aged40to 70

. From diverse racial and ethnic backgrounds, with some representation of American Indian, Hispanic/Latino, Asian,
and African American cultures

*  From rural and urban areas in several states in different regions of the United States.

That's a lot of groups, without even addressing the guidelines we just spelled out about who to mix and not to mix. What
did we do?

Sometimes, w e included men and w omen in the same group. We conducted some groups with only men, some with
only women, and some with both men and women. This gave us a good mix of different compositions and numerous
opportunities to determine the effect of the mix or separation on the results. A case in point: Although many men with
diabetes experience impotence, this issue came up in the men-only groups but not in the mixed-gender groups—quite
likely because of the sensitivity of the subject.

Sometimes, w e mixed A merican Indians of differe nt ages. We had learned from several sources—the moderators,
other American Indian advisers for our study, and the literature—that younger American Indians were likely to defer to
elders, speaking very little in their presence and generally yielding the floor. Despite the fact that the mixed group was
not ideal, all participants shared their stories, thanks to guidance from the moderator.

Sometimes, gr oups included people w ho knew each other . We found that having participants who know each other
in the same group is sometimes unavoidable. On American Indian reservations and in remote rural areas, participants
are likely to be acquainted. We tried not to include family members in the same group, but even that proved difficult.
The moderator’s skill in putting all participants at ease was essential to ensuring that participants discussed their views
and experiences freely and openly.
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Step 2:

Determining Where
and When to Schedule
the Groups

Where Gan You Hold
Groups? Seéecting Places

If it is not posside to seprate gople as we (st recommeded, a
skilled moderatorwill be preparedto overcone sone of the potertial
drawbacks to a grticular nix. For exanple, the moderatormay ask
people to write down views that they may not wart to voice (if it is
clear that the participants are alke to readard write, so this request
does rot embarrass agione).

Number of Groups

It is generallyvery valuable toconduct at least tavgroups vith ead

audience that you determine to ke importart (eg., two groups of

women, two groyps of men two growps of Sparish-speakirg

people). Such a setp provides you with anopportunity to compare

the findings from the two grogs. If you camot afford at least two
groups, it is ertirely possilde to gainvalualde information from one.

Keepin mind, however,that having several grops with eachtype

of audierce allows ypu to determine what commets were an
aberration—attributade, perhaps, to the influence of anespecially

forceful participart or to two or nore participarts dsliking ore

arother.

Whenresoucesrestrictthe rumber of groups, you canincrease gur
confidence in the resits by sharing the findings nore widely,
perhaps with othes who have conduded dudies with smilar
purposesard participarts. An experienced moderator wio hes
worked with the aulierce tte participants repesen, the topcs
discussed or both canalso povide insight atout the validty of your
findings.

The most apropriate gaces to bld your groups are locatios that
will be confortalde ard converient for participarts ard sutable for
food service the useof recordng equipmen, ard seatilg needed for
researctpurposes. To increase th likelihood that participarts will
be ade to arl will want to atter, groups should be scheduled at
times cowenent for them

Start by thinking albout the locationard featues that will put your
participarts at ease:
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4 Where @ your participarts live?
4 Do theytravel ty public transportationor by car?

4 Arethey likely to be healthy erough to climb stairs if there are
no devators to an uppe floor?

¢ Wil theyfeel secte attenling a right sessiofd
¢ Wil theyneeda restroonvery close to tie dscussionroont?

¢ Wil theyneedto kring with themchildrenor other people (such
as frierds or relatives wh drive them)?

Now think about the featwes trat will be importart for research
purposes:

¢ Wil you, observerspr a traglator wari to view the grop?
¢ How much space will you needfor servirg refreshments?

¢ What type of recordng are yu plaming? What space,acols
tics, ard electrical otlets will be needed?

Once you have anidea of te locationard featues that are impr-
tant, you can begin to investigate. Two broadtypes of facilities are
available: professioml facilities at cormercial market research
firms ard community sites.

First, determine whether there are ajmcommercial market research
firms inor rear tle communities were your participarislive. (Bear
in mind that sone firms with facilities wtose locationis not
appropriate for your study may still be abe to idertify siitable
locationsand condud recruiting efforts for yu.) Also,talk to your
team and partners alout sutable ogions in the community (eg.,
community certers,schools, clinics, libraries). There are agartages
and disadrartages to gng eachtype of facility. If you usealocal
market researcHacility, for exanple, you will not needto ke
corcerred about the quality of anaudio recorang of the focts groyp
or where you will sit to view the grop. And often, if the facility is
locatednear your participarts’ neighborhoods, the firm may be albde
to provide recruting services sing your own lists of pospective
participants or ugng names they dready have in adaabase or can
find by other means. If you use a comunity facility, you cansave
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money by doing sore or all of the work yourself.

Let's look more closelgt toth approactes.

Workin g with Commercial Market Reseach Firms

Some communities—usually those inor rnear ngor metropolitan

areas—have market researchfirms with facilities furnished ard

acoustically desigred for focus groyps: corferercestyle rooms
equipped with audio- and \ideorecording equipment as well as

adacer rooms wlere olservers caniew ard discuss a bcus group

in progress though a ore-way window. These firns canalso
provide recruting services.However, it is cricial to determine if

their experience tas ircluded recrdting the types of gople you wart

for your groyps. Mary market researcfirms, including sorre of the

bestknown firms inthe couwntry, do nothave sigrificant experience

recruting low-income participants or grticiparts of varyng races
and ethnicities. The market research industrilas been eprel

primarily to recriting mainstream—usually middleclass to
affluen—corsumersfor clients interested in evaluating products or

marketing canpaigns. However,with the growthof healthrelated
research as well as tb nore widespead recogition anong

consumer product conmparies of tre importarce of hghly targeted
marketing, there nay be a firm near you that is appropriate for your

study.

To seeif amarket researctirm is locatedn or near tre communi-
ties or righborhoods wtere your prosgective @rticipants live, look
in the Yellow Pags under farket research.”If you are planning
to recrdit participarts in communities that are sora distarce away
a resouce drectory of market researcbomparies, swch as tle
GreerBook, may be usefd. This helpful guide is published ard
updaed annudly by the New York Chapter of the American
Marketing Associationard is availatbe koth in print (for approxi-
mately $100)and dectronically. Market researchfirms areindexed
in the gude by the types of services #y offer, by geograpic
location, and by the names of principa contact people. See section
4 of this handbook for irformation about locatirg this ard other
resouces.
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If atraditional market researchiacility is appropriate, an advance

resevation is needed to hdd the facility. If the firm will also

condud recruiting for you, it will needtime to povide that service,
usually a minimum of two to three weeks fpor to the date of a
group. If your paticipants are likely to bedifficult to find, reach or

persuade to attem, more time may be neeced (Many conmmercial

market research firsare reluctartb book their facility unless tley
will also condud therecruiting.)

Be preparedwhenyou first cortact amarket researcHirm to discuss
background informationon your study ard to descrite the character-
istics you wart participarts to lave. This information will enabe

the firm to prepare araccuate cosestimatefor providing or finding

facilities (ard related services sth as refresimerts ard audio-

and/or videorecordng) ard recrdting participarts accoding to your

criteria. Price quotations are wualy preparedin about a day.

Facilities calculate their recruiting charges  estimating the time
their recruters will needto find, screeninvite, ard persuade the
designatednumber of appropriate @rticiparts to fill your groyps.
The easer it is likely to be for recruiters to fill your groups the
lower will be the cost.

In investigating a market research firm, be especially careful to ask
questions about the firm’s experience recruiting the types of people you
want for your groups. For example,

¢ Askif the firm has specific experience recruiting participants who
fit the profile you describe. How do they go about recruiting for
special audiences? What strategies do they propose for recruiting
your participants? Do these strategies sound resourceful? Do
they ask you insightful questions about your study?

¢ Does the firm have recruiters who speak the language your
participants are likely to speak? Is someone available to prepare
language-appropriate letters of confirmation and directions to the
facility and to take calls from non-English-speaking participants?

¢ Does the firm have experience arranging for transportation or child
care or accommodating other people who accompany participants
to a group? Are they willing and able to handle this potential need
if your study requires it?

¢ Do they have any experience accommodating special diets or
specific ethnic cuisine that may be important for your participants?
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Be sureto ask eachfirm you investigate for referares—ai check
them. If possilde, try to visit ary firms that are earty with people
from your partner orgaizatiors ard the moderator(s). Use yur
instincts. Are the people you talk to frierdly? Do they seem
interested in your study? Do they seem cofidert that they can
condud therecruiting you need? Do they getbackto you promptly
after you cortact them? Does the atmospere seem righfor your
participans?

The kest recriting scemrio is ore inwhich

¢ You have alist of names and phae nunbers of prospective
participarts.

4 The qualifying criteria for @rticipation are relativelyeasyfor
people to neet.

¢ The topc is likelyto ke of interest tgpeople you wart to recrtit.
4 Your organization is both known to people ard well respected
¢ The facility is corveniently located

¢ The incentives for marticipating are comelling.

In this instarce, recrtting will be less costlyard time corsuming.
But most tealthstudies are ot this easy Instead it is common

4 Not to have names or phane nunmbers for prospective patici-
pants, or for participarts not to “fit” in the databases of ames
that merket researcltirms gererally maintain.

¢ To needpeople with special claracteristics tht make fiing
and recruting thema challenge (e.g., a primary language other
thanEnglish, lack of trarsportation healthcorditions that meke
it difficult to travel outside the home, living circumstarces hat
may mean they do nat have atelephane immigration datus that
makes them wary of telefhone calls frompeople they do not
know).

4 For researctsponsors ot to be well known to participarts or for
the rotion of market researcto evoke sspicion.

¢ For appropriate @rticiparts to live incommunities or reighbor-
hoods that are far fromconmercial focus growp facilities.

4 For limited budgts to precludeoffering prospective paticipants
compelling incertives to atted.
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Imagine the rumber of calls—anl the cost—to eveffind a house-

hold with soneone wiho has dabetes,is willing to arswer a re-
cruiter's questiors, meets tle screeimg criteria,ard is also willing

and &leto atend agroup. Thebatom line is thatto recrut groups

of people with diabetes,you will likely find it necessaryo explore

altermatives to narket researclirms.

Finding Community Siteson Your Own

If there isnt a suitable rarket research firnmearbyor your budgpt
rules ou that ogion, corsider the following possililities:

4 Other sitesmaybe less epensive—or everfree. You or your
partners may be alle to secte a site at o cost or at a gxial
discount

¢ Other sites nay be more corveniently locatedfor participarts,
thus facilitating recruting ard increasimgy the likelihood that
people will show up. Consider ths. Of the rearly 30 profes-
sional focus group facilities with an Atlanta, Georgia, address,
only one that we know of is inthe downtown area; ad none is
in a lowdincome neighborhood

Visit potertial sites to @termine if they will be sutable for your
groups. Try to get a feel for th community’s percegions of the
facility. Your participants are nore likely to agree to @ticipate ad
to atterd grouyps if they are faniliar with your site aml have hed
positive experiences tlere. Don't assune that potential participants
have goodfeelings atout a fecility or orgarzationjust kecaise it is
intended to serve tbm

1

I WE LEARNED . .. About great sites for focus groups

<

We convened focus groups in the following sites: In other studies, people have arranged to use free of
Conference room in a tribe-owned lodge charge:
Community center e  Fire halls

Church rectories

Health clinics and hospitals

Delis (after business hours)

Library meeting rooms

Bank conference rooms

Agricultural extension office meeting rooms

Elementary school classroom
School kitchen/dining area
Church fellowship hall
University psychology lab
Community college classroom
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Basedon what you've decided you'll nead for the groups make a
checklist for a visit or telepone call with a cortact person For
examge, you maywart to investigate aswers to tkse gestiors:

¢ Is the site accessible yublic transpdation? Is there safe
parking for participarnts who will drive? Isthe parking free or
low cost?

¢ Is thefacility in gereral, as well as th roomwhere the growp
would be held, accessite to pople with disahlities?

4 How mary people canthe room accommatie? Is there spce
for audio and/or video equipment?

4 |sthere anadacen room wtere olservers cold hear or view
the focws growp via closedcircuit television or audio feed
Remember, if you will have atrandator to explain to observers
what is leing saidduring the sessiona secod roomwill be
essetial. If you will not needa trardlator ard two roons arent
availabe, check whether there is sfficient space inthe focls
groy roomfor a few olservers inaddition to participarts.

¢ Aretherooms suficiently free frompotenrtial distractirg noise
from outside traffic or activities elsewdne inthe kuilding? In
our sudy, one group hal to shout to beheard above the naise of
anair corditioner. We'vealso keenin a locationwhere karaoke
singing beganin an agacen room kefore the focls grows
conduded!

Support the local economy of
the canmunity you're
working with asmuch as
posside. For example,
during our sudy we sayed

¢ Arethere otlets for recorthg equipment? Will you needto
bring extersion cords ard duct tape to secue them agquately
to avoida tripping hazar®

at accommodations on the ¢ Are thaekitchen facilitie s (or sufficient space)for you to seve
American Indian refreshments comfortably? Will you be permitted to kring ard
reservations, ate in local serve your own refresiments, or will you have to e the

restaurants, and hired local
people when possitle for

food senice and audio- and

videotaping senices.

facility’s food service or catergf? Will you needto kring
coolers ard ice to keeprefresihments chilled? Will you need
cleanup supplies, such as pge towels and trash bags?

¢ Isthere a telepone at the facility, ard canparticiparts call tre
facility for travel directions? If your groupswill be with non-
Endish-speaking paticiparts, will there ke persomel who can
arswer giestiors in their larguage?

4 Isthere spce toacconmodate babysitting if needed? Will the
facility’ s liahility insurance germit you to provide this service
during your focus groups?
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What Times Are Good br
Groups? Setting a Schedule

Don't expect the dte to be pafect. Even commercial facilities have
drawbacks. Your assessmershould be desigredto seprate trly
unsuitable locatiors from those ttat canbe made workalle with a
little advance planning. For example, if there are no kitchen
facilities, you can bring coolers and plan a menu that lends itself to
easytranspeot and cleanup.This worked \ery effectively at nore
thanone site inthe Diabetes Peveriion Marketirg Sudy.

Y ou will want to corsider several agzts of tining in settirg up

your focus groyp sctedule: the lergth of the sessionthe time of
day, the day of the week,ard eventhe seasoihat is most come-

nient for the participarts you will recruit. Focus groyp session

typically last two tours. The most commortimes for cosumer

focus groupsare Monday through Thursday everings at eitler 600

p.m. or 8:00 p.m If you plan to convene two groupson the same

evering, scledule at least adif hour betweenthe departure of the

first growy ard the arrival of tle secod. This givesthe moderator
amuch-neectd rest ad erabes oth the mocderator aml observers
to modify the dscussiongude, if appropriate. In addition, this

assuies that the room can be cleaned and st up for the next group

of participarts.

Some special corsideratiors maydictate that you deviate from tle
scheduling just dscussed For examge,

¢ If participarts will be driving to the focws grow or using public
transportation, give sone thought to the potertial for traffic
delays during rush hour in urban areas.

¢ Condder marticiparts’ safety Will they feel comfortable going
home after drk?

4 Shift workers may be available only during very early or very
late hours or onweekewls. Similarly, people who work nore
thanone job maybe availabe orly onweekeuwls, if at all. Farm
workers maybe availalde orly in the off-season

¢ Some people (eg., senor citizers with health problems or
impaired mobility) may not have the stanma for a twohour
session

¢ There nay be special ogortunities for recriting agroyp before

or after a classchurch even, or other gatrering that woud
make an unusid time an ideal time.
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Step 3:
Recruiting Focus
Group Participants

Where Is Breryme?
Finding People Who May
Be Qualified

Some focis groyps can be put together quickly, in a cople of
weeks; if you have nore elalorate criteria for grticipart selection
it may take lorger. Consider how much time you' Il needbefore you
set a dte. Successflifocus grop recrduting involves

4 Finding people who may be qudified.
¢ Determning if they are gqudified.
¢ Persuading themto agree to atteh

4 Making it convenent ard conpelling for participans to slow
up.

Whether you ard your teamwill do the recruting or a narket
researchfirm will do it, there are irportarnt isstes relevahto each
of these activities.

Think alout where tre people you wart to recrut live or work. The
most common way of cortacting people for focus groyps is to call
them onthe telefmone, tell them alout the study, ask efew screeing
guestiors to determine if they qudify , ard, if they do, invite them to
participate. Most merket researcliirms maintain extersive data-
basesof local resignts’ names, teleghone numbers, ard basic
demographic profiles.

1

<

I WE LEARNED . .. About important scheduling issues

In one study, women arriving for an 8:00 p.m. group observed that an all-male group was concluding. The women told
the moderator that they would have felt more comfortable in the earlier time slot, so that they could have been en route

home before dark.

In another study, groups of Hispanic/Latino migrant farm workers were convened after sundown in the summer—Iater
than typical focus groups—to accommodate the workers’ work schedule. The second group each evening was concluded
earlier than usual to accommodate the workers’ very early morning schedules.

3-20



3. Conducting Effective Focus Groups

But recrtiting by teleghone may not be appropriate if

L4

L4

You wor't be using a conmercial firm for recruting.

Y our prospectiveparticiparts arent likely to have telefones,
or you carit get the rumbers. (Note, however, that many
telephone databases are ow accessile onthe Interret at ro
cost. Several lave lome ghone numbersfor individuals all over
the country, even people whose phae nunbers are listed in
someoe elses rame)

Your budgt precludes caling hauseholdsin your target areaat
randam.

Y our prospective @rticiparts are likelyto dstrust soneone they
don’t know who calls tliemalout participating in afocus group
(which many people may never have heard o).

In swch casesthink albout other ways you ard your team cold reach
people. In our study, we found hat we wouldn’t have been able to
recrut enough participarts for several of augroyps without using

sone of the following strategies:

L4

Alert and involve your patnersl No doubt, many of them—or
colleages or otler people they know—have comact with
prospective @rticiparts. Clinic persomel, ministers, tribal ard
community leaders, and many others could inform people about
the study ard encourage tlemto participate.

If you have adiressesyou coud mail letters to telpeople albout
the study ard invite themto call to see if thy qualify. Consider
who would be most apropriate to signthe letter,ard choose
individuals or orgaizatiors most likely to be familiar to ard
trustedby prospective g@rticiparts.

Post a rotice in parks, senor certers, pharmacies,community
newdetters or nevspapers, church bulletins—wherever prospec-
tive participarts night see it. Again, provide information about
the study ard ercouage mople to signup on the poster
(including providing their phane nunber), to cal a phane
number, or to sgak with someone idertified in the rotice.
Notices slould outline the incertive for participating; character-
istics people needto have to articipate; the date, time, ard
locationof the sessionard the spnsa. Of course, you should
identify the topc in broad terns (eg., “your thoughts ard
opinions about healthtopics”).
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How Do You Recruit Them?
Assuing the Rght People
Are Invited

4 Localrado statiors or programs that serve gur audience may
bewilling to mention your study and provide cortact irforma-
tion.

In writing a rotice, take care to keegme readhg level low emmugh
so the ndice will be understod easilyby the peple you hge to
recruit. If you are recriting people who are less faitiar with
English than arpther language, developinformationin the agoropri-
atelanguage. And if participarts are asketb telefone recruters,
the call slould be free.

Another way to find participarts is to tand out flyers at grocery
stores banks, gports events, and sopping malls. If you think this
approach might work for your study, be sure to secte afpropriate
permission

Y ou will want to develop a tool that explains the study to prospec-
tive participants, determines wtether they fit the criteria yu have
defined, ard persuades tlemto atteml. Tradtionaly, this tool is a
brief questiomaire, often calleda “screeer” becase it is sedto
screen prospective @rticipants to dtermine their eligibility. The
screerr canbe readto prospective farticipants over tte telefone
or in person

1

<

I WE LEARNED . .. How to recruit participants for focus groups

Clinic personnel in several locations invited their clients to sign up to receive invitational phone calls. More detailed
screening took place during those calls, and official invitations were issued as well.

For some groups, a nurse in a Harlem clinic invited clients to attend. She met the participants at a familiar spot and
helped to ensure that they boarded the van that had been hired to take them to the focus group facility.
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A sampe screeerappears orpage 324. Asyou cansee klow, the
screeer has fou parts.

Badkground Information About Participants. Stardard idertify -
ing information that you will needto keeptrack of ircluding who
has keencontacted screeed ard recriited is dacedhere. It is a
goodideato put thisinformation a thetop o thefirst page of the
screeer so it is easyo refer to—everif it is informationyou may
not obtain until the erd of the recruting corversation

Explanation of Study. Included here is iformation a potertial
participart is likely to need or want to know before answering your
screening questions. Here, you would explain at least tk basics of
your sudy, such aswho is gponsoring it and why. Y ou will wart to
be sure to nention what larguage tre groyp will be in. You will
certairty mention that perticipants will be paid to atteml a twohour
discussiongroup.

Screening Questions. Included hee ae questtionsthat deermine
the eligibility of the prospective participant. Depending on the
characteristicsyou wart participarts to tave, you may include
guestions about hedlth status demographics, habits, or other topics.
Interviewers ask #se giestiors in anopen-ended fashion, but a set
of potertial arswers gually apears orthe screear. Next to each
question instructions are written (in brackets) to pmpt the
interviewer. For exanple, your criteria mg call for people aged 18
to 40, asthe sample does; if the prospect sag e is 3, the recruter
would say sometling graciows, swch as, “Thank you, we have
alread conpletedour quota for your age grop. May we keepyour

WE LEARNED . . . About the need to inform prospectiv e participants of the language focus groups would

We offered some groups only in a language other than English, such as Viethamese, Korean, Chinese, Tagalog, or Spanish.
Instead of assuming that persons of each ethnicity were fluent in the language of their country of origin, recruiters made it
clear that groups would be conducted in-language, so that people who were not fluent could opt not to participate.

Although participants in the study were not given a choice between English and another language, you could consider
offering that choice. For example, if you were convening Latino groups, you could offer some in Spanish and some in
English. During recruiting, you could ask participants to which group they would like to be assigned.

3-23



3. Conducting Effective Focus Groups

Name of paticipant:
Address:
Phane a other contact information:

SAMPLE SCREENER

Background Information About Participant

Mde Fedle Recruited for: [Date/Time]

I.
Hello, my nameis . I'mcaling from___ . We're hdping theU.S. PublicHedlth Sevice with a
study about Americans health. If you qudify for this sudy, you would beasked tocometo  to
give your opinions in a grop discussionthat woud last almut two hours. You will be paid for your
time.

May | ask yu a few aiestiors?

Explanation of Study

Screening Questions
Which of the following age ranges  you fall into?
17 a younger [ Thank respondent and end call.]
18 30
31140
41 a olde [Thank respondent and end call.]

What isthe last gradeor year of school that you completed?

Grade schd (or less)

High school or equivalency

Same college [ Thank respondent and end call.]

Cdlege graduae or higher [ Thank respondent and end call.]

Do you typically watch television newvs at leas once a day?
[Note torecruiter: If asked, morning programs sich as Todayand Good Moming America
count.]

Yes

No [ Thank respondent and end call.]

IV. Invitation

As | mentioned earlier,we are scaduling a snall growp discussionfor the U.S. Public Health Service.
If you are able to atend, you will be pad $40 fa your time, and rdreshmentswill be served bdore the
discwssion Will you be ade to attewl on [day/date] from[ __ o’clock to __ o’clock]?

[Note torecruiter: Groups for 18- to 30-year-olds will b e held Monday. Groups for 31- to 40-
year-olds will b e held Tuesday.]
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nameonfile?” This is animportart point, becaise sore people may
be disapointed that they will not have a clance to receive
incertive they were toldaboLt.

Although writing a screeer may seemstraigh forward sone
concepts may be difficult to descrile in short questionform. You
may want to ask jptertial participans whether they have hed a
diaketic retinopathy examwithin the past year. In that caseit would
be agoodideato explain that the diabetic retinopathy test isonein
which the pupils are dlated, not the sinpler visionexamthey may
have hed for a rew eyeglass pescrigion.

It can also ke difficult to word questiors clearly ard in a logical
sequence. Perhaps you wart to recriit participarts with diabetes
who adhaeto a strict det, have ey ard podiatric exans reguarly,
live with extended families including children unde age 5, and ae
the primaryfood purchaser ad preparer. In addition, you may wart
to learn their age ad race/ethicity. These criteria will regire a
fairly conplex screeer. The lorger the screeer is, the nore
importart it will be to readit out loud before it is finalized See if
it “sounds” right ard flows logicallywhenyou readthe questions to
yourself and dhers.

The English versionof the screear wsedin the Diabetes Prevention
Marketing Sudy is included in this handbook asAppendix B. (Bear
in mind that rot all participarts in owr study were recrited using
this formal screeer)

Invitation. If the parsonmeets tle criteria,then he or ste will be
invited—and ercouraged—to atter. If appropriate, refererce to
other services,sich as trasportation to ard from the groyp or
babysitting, is mede. The recruter closes with“Will you be able to
come? If the personsays yes,a regiest is mad for his or rer name
and cortact irformation

You may find it necessaryo relaxsone of your screeing criteria
if recruiting proves too dficult. For exanple, in one sty on
nutrition, potertial participarts were ot invited if they or sontone
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Will They Gome?
Persuading People to
Show Up

elsein their home was a vegetarian; had diabetes, high blood
pressuie, or high cholesterol; or ate a specia diet of any sort. As
recruiters madecall after call, veryfew people were gdifying. As
a resllt, the detarycriteria regirements were nadified.

A word on overrecrliting is also apropriate tere. It is conmon to
overrecrit in casesorre participants forget to come, are not feeling
well, or simply get stuk in traffic. We roted earlier inthis hand-
book that focus groyps typically have eigh to 10 participarts; if a
group has nore than 10 people, it is dfficult to get evergne to
participate actively There is tierefore a risk iroverrecriting. You
may have ©o manypeople. But that's better thana groyo that is too
small! Inthe discussionof logistics (step 5), we explain what to do
if you have too nany participarts.

Do you have to condud such formal recruiting? No. You might
simply supply your community contacts with a list of criteria and
alow them to decide who stould be invited to participate kasedon
their knowledge of tre researctpurpose anl the people in their
community. Or, the recruters migh address a grop of likely
cardidates—swch as motlers atteding U.S. Departmert of Agricul-
ture (USDA) Women, Infants, ard Children (WIC) educatiordl
session to receive thir food coypons—ard thenask hem to call in
to arswer a bief list of questiors.

There are two tlings you cando to asste that the people you have
invited will show up for the growp.

M ake attending the group aseasy aspossible. If the recruting
interviewer did hisor her job well, participarts have a goodeeling
about the focus groyp ard are lookiry forwardto attemling. Right
after the interview, serd eachpersona corfirmation letterwith clear
directions to the focws grop location including instructions about
public transportation or travel arragemerts you may decide to make
(e.g., you may wart to arramge rides for @rticiparts). If you will

offer babysitting, mention that inthe letter as well.Include a coract
and phone rumber for people to call if they have questiors or
problems.

3-26



3. Conducting Effective Focus Groups

Give a monetary
incertive when
possible, particularly

for low-income groups.

Some particip ants with

low household incomes

may needthe money to
buy essetials. One
woman told usthat the
incentive erabled her
to pay he overdue
electric bill.

Emphasize that because the focus growp is verysmall, their partici-

pation is importart and that you are couating onthem If sone or all

of the participants d not speak English, make sue they receive
informationin the larguage trey needard that someoa who speaks
that language is availate to aswer qiestiors if they call. And be

sure to call all prticiparts a @y or two kefore the sesin to remind

them alout the grop ard see if tey have ary questiors.

Transportation ard child care are comon barriers to atteding
focus groyps for lower socioeconmic statis populations. Both can
beexpendve and difficult to accessri some bcales. If you or your
researclpartners determine that these conerrs will hinder recrtit-
ment, consider sone ways to help potertial participants. For
example, you ocould offer bustokens or pad taxi cab rides, pick up
participants at their homes or a a designated meeting place sing
your own cars, or barrow a busor van and diiver from a clinic,
school, or reservation

Providing chld care, while often invaluade, presens several
challenges. First, sone facilities nmay bak or refuse to allow
babysitting on their premises for lialility reasos. Your research
group should also cosider your own liability in the even of an
accicent. Secord, childrenmust ke in a room earty erough for the
parerts’ confort yet suficiently sefarate fronthe focus groyp room
to preveri distractiors. In ore instarce diuring the Diabetes
Prevertion Marketing Study, a group waes interrupted by a baby-
sitter whose yung charge was ciiyig for her mather. Thelittle girl
spert the remainder of the sessiomitting onher mother’slap and the
discussion went smoothly, but the researcheam was loky that the
child’s presere was ot disruptive.

Provideincertives br attending, and note themin the confirm a-
tion and reminder activities. It is cuistomaryto pay focus groyp
participarts. Commercial focus groups with consumer participarts
typically payeachpersam $40to $50 and preide a neal apprpriate
to the ime of day. But some budgets preclude an incentive, and
some ageties forlid one! When making decisiors about the type
of incentive to povide, bear inmind that amoneary incertive can
be particularly effective. (Note: It is wise to py participarts,
especidly those who may have low incomes or may be undau-
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mented immigrans, in cash Some maynot have a lank account
and might have to use a check casng service ad pay a fee for tle
trarsaction)

Other, less epensgive incertives irclude donatedgift certificatesbus
tokers, and gift bags. Be creative. For example, alocal clinic may
be willing to offer coypons for a free clitic visit (eg., for blood
glucose test) as aincertive. In some caseseceivirg amealmay
be suficient incertive, especially if group members see thir
participationashelping to improve treir conmunity’s health Or, in
smaller or more rual areascorsider makirg the groips part of a
social evert. Encouage prticiparts to lring their spuses ad
children, but exclude them from tle room wiere tle dscussionis
hdd.

Step 4: A discussion guide is the tool that the noderator wses to facilitate a
focus grop. The gude is desigred with the research prpose,the
normal flow of conversation, and goup dynamicsin mind. It should
be preparedwell in advance of a schduled growp so that there is
time to circuate it anong partners aml other interestedpeople for
comments. You wart qudified reviews frompeople who canassess
both the questiorsin the gude ard how cuture, language, ard other
importart factors will ke takeninto accout.

Developing the
Discussion Guide

If you have Hred one or more pofessioml moderators,cajitalize
their expertise to elp you develop an effective gide. The best
approachis for you to develop a set of gestiors that you wart
answered Thenallow the nmoderator(s) to recomend ways to get
those questiors arswered by participarts in a groyp settirg,
including suggestig the wordng ard the order of the questiors.

If your study will in clude groyps corducted in languages other than
English, it is a goodidea to assigrithe task of tradating ard
adapting the gude to thke noderator (or noderators) wio will
condud thase groups Thiswill enable themoderator to recommend
modificatiors to make the gude work well withparticiparts from
particular cdtures. In other words, the gude stould be culturally
adaped, na trandated. A verbatim trarslation of an English guide
isseldom, if ever, likely to work optimally with non-native English
speakers.
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How Do You Ask the Right
Questions? Conponents of
a Guide

Discussion guides tyically have four conponerts: (1) anopening
and warm4p, (2) a set of éscussionquestiors, (3) a“false”close,
and (4) a sitmmaryard dissemirmtion of information

Opening and Warm-Up. In the opening momeits of the focis
grouwp, the noderator nust put participarts at ease ahestalish a
rappat with and anong them. Don’t betenptedto try to savetime
by moving quickly to the “real questiors.” The time irvestedin
putting people at ease is timwell sgert. It is cricial to get the most
out of the discussionthat will follow. The noderator will also e
this time ard the interactionthat is occuring to assess vehmay
need to be drawn out and who may have to ke restraired from
dominating the later dscussion

The beginning of the guide stould outline the gereral wordng the
moderator will use to

4 Welcone participarts ard introduce himself or terself.

¢ Explain the gerral purpose of tle dscussionard why the
participarts were chsen

¢ Explainthe presere and purpose of recorthg equipment ard
introduce olservers.

4 Outline genea ground rules, such as the importance of
evenone speakirg up, talking ore at a timeard being prepared
for the modkrator to irterrypt to assee that all the topics can be
covered

¢ Ask the grop what larguage they wart to speak (if participants
were not askedduring the recruting process). This is a rare
occason in which the moderator will ask the group to reach
consersws. Oncethelanguage is selectedt is the noderator’s
job to ersure that participarts speak ony that larguage through-
out the groyp discussion

4 Address tle isse of corfidertiality. Commonly mentioned
safeguardsinclude the fact that participants’ names will not be
mentioned in the reprt ard that tapges will be usedonly for
researctpurposes.

4 Invite the participarts to introduce themselves. The purpose of
theseintroductions is to give eachparticipart a clarce to fear
himself or herself speak. Participants who have heardthem
selves speak at least are in the groyp are more likelyto
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participate fuly.

As for the kinds of questiors the noderator mght ask,participarts
areusually askedo talk alout things that demonstrate that they have
something in common, such as wtere trey were lorn or what types
of physical activities thy do on a typical day. If participarts have
all been newly diagrosed with diabetes, you might include a
guestionabout when they were dagrosed Avoid questiors that
could reveal ptertially sharp cortrasts letween people. For
exanple, avoid askirg what participarts d for a living—unless
relevant to the discussiontopic—becawseoccipational differences,
or unemployment, can embarass or set agrt sone participants ina
way that impedes rajport.

To keep everyone who reviews tle gude focutsedon the research
purpose al to facilitate nore creative athrelevant feedback on the
guide, put the statemeinof the purpose of te focts groy at tre tap.

Think about cutural factors as qu corsider the wordng of the
opening datements and gound mles. Fa example, moderators
often mention to the group in their opening statemets that kecawse
there are so may importart questiors to dscuss,they mayhave to
interrypt participarts to nove to aother topic. But while it is
important for the noderator to nanage tine effectively some
cultures nay view sich interruptions as irappropriate.

1

<

WE LEARNED. . . How the American Indian culture v iews interruptions

It is customary for moderators to warn participants that interruptions may be needed to keep the discussion on schedule.
In our study, the American Indian moderators explained that interrupting, even to change topics, is considered
disrespectful, especially if a younger person interrupts an older person. As a result, this time management technique
was used sparingly and delicately during the American Indian groups. For particularly time-constrained groups,
moderators addressed the issue in their opening remarks in a culturally sensitive way. For example, one moderator said
to a group of Shoshone women, “I might have to interrupt and ask you to shorten what you're saying, but | don’t want that
to hamper your ability to tell your story the way you'd like. If we weren't in this forum but were at my home, | wouldn’t ask
that of you. | would let you speak for days on end, and I'd listen respectfully. But under these conditions, | must step
outside that cultural practice and ask you to understand if | need to interrupt.”
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A focus group can bea
remarkably positive
experience for both the
reseachers and the
particip ants. Reseachers
can explore their public
health research goals, Wwile
particip ants can learn from
one another and experience
the positive feeling that
people typically get when

others valid ate what they
say.

If you have overrecruited and tbo many people show up, t is
customaryto invite everyne to erjoy refrestimerts. Thenyou can
explain that the turnout was unexpectedard the room is too small
for the enire groyp. Some people may be very disagpointed that
you won't belistering to their odnions after all,especially after trey
set asdethe time ard perhaps evenwert to some trolle to atted.
Have aplan for selectig who you will ask to stayard who will be
excused, such as takirmg the first to arrive or takig as nany men as
passible for amixed-gende growp. Thark those wiom you excuse
ard provide themwith the incertive you promised

If you have anexperiencedprofessioml moderator, he or she maybe

able to handle alarger group, depending on the time available and

the nature of the topcs. If so,you canavoidthe awkwardess of
sending aryone away Be aware also tht it wodd be aninsut to

serd awayparticiparts fromsone cutures.

Discussin Questians. The heart of the gude is ths secton, where
the topical questiors the noderator will ask are listed It is a
carefully craftedtool for fuly ergagirg people in an interactive
discussion. But nonetheless,it is a gude, not a scripg! If the
conversation tekes an unplaanad but pdentialy fruitful turn, the
moderator should have the auhority to pursue rew directiors. The
unexpected mayreveal jist what you neeced—or at least idicate
that questiors on that topc may needto be added to the gude for
future growps.

First, a wordabout ordering. It is rare for a roderator to ask th
most importart questiors first. He or ske may savesone of the most
crucial questiors for later—wten people are warred up ard
comfortalbe erough with one arother to be cardid and expansivein
their discussion For this reasonit is a gooddea to assiga sgecific
length of time for dscussionof eachmajor topic in the gude. A
goodmoderator will undestand what is important overall and will
use the time assigmerts as a gage for wrento move to a ew
topic. For exanple, perhaps you wart the noderator to facilitate
discwssion on participarts’ feelings alout a particular health
problem, the influence of their families ontheir ahlity to cope with
the problem, their experiences withmedcal care relatedo the
problem, and their suggestions about ways to hdp ahers undestand
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A focus group gives
people the opportunity
to interact with others
who share a similar
problem. Many
particip ants in our
study said that they
had never spoken
with another person
with diabetes about
the iliness.

the problem. First, set piorities; then assignless tine to topcs
where lrief discussionis likely to sufice ard more time to topcs
that you view as craial.

Be sure that your moderator also kows the relative inportance of
different sectiors and questiors so that he or ske canmake good
decisiors if it becomes acessaryto erd the dscussion a few
minutes early. Your moderator stould have the latitude to skipor

only quickly address sora portions of the gude if participarts’

erergies are flaggmseriously.

Some other tips about discussion questions are given below:

¢ Use mostly open-ended questions because they tend to elicit more
discussion more quickly than questions that can be answered with
a single word. For example, say, “What qualities would you say a
good doctor or nurse should have?” rather than “Is compassion an
important quality for a doctor or nurse to have?” Closed-ended
questions can be useful for asking participants about portions of
the guide. For example, ask, “Overall, would you say this brochure
has about the right amount of information?”

¢ Ask general, impersonal questions earlier in the session. Save
personal questions for later, when the group is more comfortable
with the process. For example, ask, “How common do you think
diabetes is in this community?” before you ask, “What role does
your family play in your care?”

¢ Use neutral questions rather than loaded questions. For example,
ask, “What are some reasons people have difficulty managing
diabetes?” not, “Why don’t you exercise and avoid fats when you
know you should?”

¢ Ask one question at a time. For example, don’t ask, “How does
this message make you feel, and what suggestions do you have
about it?” Discuss the first question fully, then move to the
second.

¢ Avoid putting participants on the defensive by refraining from
asking “Why?” Instead, try statements like, “Tell me about what
makes you feel that way” or “Tell me more about your thoughts on
that.”

¢ Plan time for questions, answers, and follow-up exploration of
participants’ answers. How people respond to each other’s
answers provides information that is just as valuable as the original
answers themselves.

If you wart to oltain participants’ views of naterial s—sample print
materials or a vido scri, for exanple—the gude stould include
the general wordng the noderator slould use inintroducing the
material. Think carefdly about what meterials to $e ina focis
grouwp settirg ard about ary difficu lties participarts night have. For
exanple, if you wart to test pint materials,alert ptertial partici-
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pants to ths plan during recritment to allow soneone who has
extremely poor eyesigh or literacyproblems to decline gracefuly.
Whenintroducing materialsa goodmoderator also will ke alert to
these pssiblities ard will take steg to ninimize enarrassnert.

For suggestios alout the kinds of questiors to ask yur groups, see
Appendix C. There,you'll find some igas for gestiors that can
help achieve dfferent researchpurposes.

During the couse of a set of focugroyps, you mayfind the need to

modify the gude. With mary researchmetlods, proper protocol

dictates that the instrument remain exactly the sane throughout the

entire study. But thebeauty of focus gioup reseach is that you can
adapt the modrator's gude during the couse of yur researh. For

example, if you find that groyps have dfficulty amswerirg an
abstract giestion rephrase it. If a particular questionis not working

at all,abardon it (provided it’ s rot certral to your researh purpose)

and dedicatethe discissiontime you gainto a more cdral question

Or, perhaps participars terd to name the regative aspcts of a
program eventhough they have beenaskedto dscuss the positive

aspects first. Think albout changing your guide to agree wittthe

order participarts apparertly aremore comfortable with. Finaly, if

an unexpected isste is raisedoy ore groyp, you maywart to ask
future grows about it as well.

IL WE LEARNED ... To avoid abstract questions

We wanted to know more about how participants thought about diabetes conceptually or metaphorically, so we included
guestions about those issues. But participants found it difficult to respond meaningfully to such an abstract notion on
the spot. Try posing some of the potentially unproductive questions to colleagues or thinking about how you would answer
them before including them in the guide.
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But that's not to saythat all ctanges are accéphe. Give each
group an opportunity to react to th same materialsFor examge,

if you are testig campign messages antwo are clearlybeing

better receivedhana third, don’t abardon the third midway through

your study. Knowing why a messageaogsrit work is oftenas
valuale as kiowing why arother messageaks wok. Also, ask all

your growps alout the same toad topics so wu can accuately
discernthemes across grpsa In stort, corsider wether the charge
to the gude will help you acheve tre purpose set forthin your

pumocse staterant. Also,corsider whether you will still be ade to
compare grops ard estaltish themes inparticiparnts’ respnses.

“False” Close. If observers will atted the groyp ard can be
accanmodated in a rom separate fnm the faus goup, it isagood
idea to build in a “false” close—time at therd of a groy to get
observers’ views onary adlitional questiors that stould be posed
to the group during the final minutes of tke dscussion To fill that
time, the moderatormight give tre grop participarts a task—a sirt
guestionndre tofill out, for example, a secod look atartwork, or a
topic that reed further dscussion In some caseshe moderator
indicates that he or ste is goirg to stepout of the room to clhck on
the incertives. In other casesthe decisionis maak to simgy tell
participants that the maderator is checking whether observers have
ary additional questiors. (Listen to participants’ discussionduring
the noderator’s atserce. Often it is quite revealimy.)

Regardess of wilich approachis used the checkdin with observers
must be brief. In addition, there will be very little time for adi-
tional questiors. If there is a crowaf observerscorsider writing
down onre or two keyguestiors from the olserver grop ard then

/‘==lﬂL,

WE LEARNED . . . About cultural sensitiv ity issues in the study

During our study, several American Indian participants were hesitant to answer questions about traditional healing
remedies, explaining that the information was sacred. We respected this cultural belief and did not probe further. In
addition, prior to several American Indian groups, participants sought an opportunity for a brief group prayer. The
research team, research partners, and the moderators for those groups had anticipated that request and were happy to

participate.
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Offering information at the
end of the sessio is
extremely important. Even
people who havehad
diabetes br seweral years
may havequestions—and
miscanceptions. Some
particip ants in our study
stayed 45 minutes after the
group had oncluded to find
out more about diabetes.

Step 5:
Logistical Details
and Procedures

desigrating ore personto meet the noderator inthe hallway to pass
on the questiors.

Summary and Information Dissenination. Whenthe noderator
retuns, he or ste typically asks prticiparts to summarize their
thoughts alout some of tie mosimportart aspectsof the discussion
The moderator works iho this dscussionthe olservers’questiors
as well.

The closing minutes of thke focus groyp are also a time foroy to
provide information for participarts—a tollfree phone number,
printedinformation, and anexpert to arswer qiestiors ard correct
any miscorcepions atout importart healthisswes ttat were voiced
during the dscussion Becawse the modbrator is unlikely to be an
expert in your field, an expert should join the growp at the erd, if
possible. In correcting participants’ statenerts, for exanple, that
diabetes is catsedby eatirg too mwch swyar, the expert should be
carefu not to offend participants or make them feel bad for voicing
incorrect leliefs.

When the dscussionwith the expert is finished, the moderator
thanks everyone ard escorts or iects them to tle area whre tte
host rovides eactparticipart anernvelope cortaining the incentive.

A copy of the English language versiorof the dscissiongude from
our gudyisincluded in Appendix D. There may be some questiors
and approacles init that you codd use infocus groyps in your
community. Note that ths is the full guide. In the couse of thke
Diabetes Prevention Marketing Study, we discussedthe guide often
and modified it for eachsetof groups to add or eliminate questons
on the kasis of wiat we tad learred woud work best orwas needed
to oltain better information

Logistical isswes canset tle stage for a swessfli focus grouwp.
Participarts ard observers will le servedrefresiments. The focis
grouwp roomwill needto ke set . And note takers athobservers—
together with the moderator—will kegin recordng ard corsidering
the informationthat participarts share.
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Whatto Eat? Planning
Refreshments

Serving refresiments or a neal aropriate to tte time ofday isin

keeping with creatirg a confiortade atnosphere for participarts.

Figure ou whenard where you will serve the foodand beverages.
In a conmercial facility, foodis orceredin advarce aml participarnts

areserved bdore the group discusion begins Sceduling refresh-

ments kefore the formal dscussion can provide an importart

opportunity for participarts to neet ore arother informally and to

socialize. It also allows a cshion of time for latecorars. (If you

will offer refresiments or a neal kefore the sessionyou’ Il want to

allow suficient time) It is also apropriate to serve éverages
during the growp session If you are &ing a commuity site arl

have a spciows kitchen ard a geasatroom that issefratefrom the

discussion room, you have more ofions. If only one room is
available, participarts stould eat tefore or after tie dscussion. It is
preferalde not to serve foodluring the groyp becase tre mise of
eatirg canobscue the corversationon tape.

Plaming a mem involves several caderatiors:

¢ Yourbudgt and the possilility of partners or otlers preparing
or donating food or sypplies.

4 Participants dietary preferences ad needs basedon health
culture, ard religion.

¢ Presemre of kitchen facilities or other space ad ecuipmert for
serving and dining.

4 How far you have to trargport food
4 Restrictiors onwhat you canserve or wb you may hire to serve
(eg., liability isswes, health department reguations, kosker

facilities, cortracts withunions or caterers).

4 Time availake.

/‘==*L,

WE LEARNED . . . About making food selections carefully

We provided culturally appropriate food whenever possible. For example, some American Indian research partners
provided their traditional fry bread and other items. Also, researchers decided to provide healthier food choices such
as sugar-free and low-fat as well as less-healthy choices, so participants would not feel they were being pressured to

eat only the “right” foods.
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Are You Ready? Setting Up
the Facility

How Will You Remember
Everything? Recading and
Note Taking

If you are wsing a conmercial focus groyp facility, your research
teamwill not nead to do much setting up. If not, ard if you are
udng alocation such as a commuity certer or sclool, be prepared
to do all of the preparationwork. You'll want to meke sue that
eventhing is conpletely read/ before participarts begin to arrive.

Here are some tjp

¢ Arrive early
¢ Designate in advance agreeter or host to welcomne participarts.

4 If neeckd post sigrs to drect arrivirg participarts to tre right
room or area.

¢ Have a signin list ready so mrticiparts cansignin as tkey
arrive.

4 Havethe dscussionroom all set p: “tert cards” with partici-
pants’ names, pge and pedls, and che materials (e.g.,
posters).

4 Complete asound and video check for dl recording egquipmert.

4 Make sue the refresimerts are reaglto serve.

¢ Know where the restroor are so gu candirect participans
and observers.

¢ Have the incertives in individual envelopes anl read/ to
distribute.

Focus groups yield sibstartial information, so it is inportart to
carefdly corsider how you will capture as mich as wsside to
discus and interpret later. We have found usng a mix of audio
recording ard video recordng (or koth) and observer wtes to e
quite effective.

Recading Equipment

Here are some tgponrecordng equipmert:
¢ Thefacility whereyou will hold the groyps may have sone or

al of the eqipmert you will need A nearly sclool might
provide recordng equipment or services at aaminal cost.
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4 In metropolitan areas,there wudly are egipment rertal
comparies,whosestaff can adise you on the most gopropriate
equipment.

4 If you are ale to hre professiomml mocerators,mary provide
high-quality aulio recordng devices as prt of their service.
Regardess of wio will provide recordng devices,note that les
expensive audio equipment picks up qute a lot of external
noise.

4+ If observers will lg in anadacen room include sone type of
closedcircuit system (or adio feed so that they canboth see
ard hear (or jst hear) the focts groyp. Don't forget the specia
audio need if a trarslator will be presen. You'll want the
trarslator to be ale to hear tke growp, ard you will want to
recordthe English-language “simultaneous interpretatiory he or
she gives yu.

4 If you planto stow participarts a viceotape, you will needa
television and VCR n the discussion room.

¢ Don't forget exras: efra video ard audio tapes,exra batteries,
extra exension cords, ard extra tape to secure cords to the floor.

Observers and Note Takers

Plan carefully who will atterd the focws groyps as olservers. To
show resgct for your participarts, no one stould atterd your groups
simply for entertainmert or ou of curiosity. It codd be helpful for
aresearctpartnerwho is atrusted community member to meet and
visit with participarts at tle group site. Keepin mind, however,that
participarts mayspeak less ogrly if they know that he or ste is
listering. For exarmple, although a wellliked clinic nurse nay put
participarts at ease pon arrival, they may not offer corstructive
criticism of the treatment the clinic provides if they believe that the
nurse is listeing.

If you plan for observers to meetparticiparts, ensure that observers
dress apropriately. Meetirg menand womendressedn business
suits who will watch them from behind a mirror probably woud
make most @rticipants uncomfortade. At the opposite extrene,
observersvho are dessedoo casally (eg., in blue jears) mayserd
anunspokenmessage ofidresgct.

Details swch as tle orgaiizatioral affiliations of observers are at
necessaryto stare wless prticiparts ask abut swch issies. The
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Treating all particip ants
with the umost respect is
important not only because
it's th e right thing to do, but
alsobecause persons of
lower sacioecahomic staus,
in particular, may havebeen
shown little respect by
sciety in other situations.

moderator will usually explain that olservers are ngsem becawse
they are veryinterestedn hearirg participarts’ thoughts and to help
the moderator recall what was said For growps in which sore
paticipants may beundaumented immigrants, thee may be ecia
concernsabout observers. As noted earlier,moderators slould bear
in mind that those prticiparts in particular may feel sone arxiety
about being observedard should respnd accordngly. In gereral,
treating the olservers’ preseme as tk stawdlard ard acceped
practice that it is, can be more calming than being overly reassung
or detailedin the explaration

Focus groyp observers aresualy kept apart from participarts, to
the extent of evenhaving a seprate etrance at a facility Some
reasos for this sefrationinclude

¢ Reducing participarts’ feelings of keing watcled ard increasingy
their opemess.

4 Eliminating potertial disruptions from doservers (e.g., distract-
ing movements, coughing).

Although sepratirg the olservers is tratlonal, in our study we
found, by contrast,that minimizing the separation of the observers
was a psitive step If observers will rerain in the discussion room
they should be briefly introduced The rde of thumb should be to
do what will help your participarts feel nost confortabe. Your
researctpartners maybe alle to offer some adce.

1

<

WE LEARNED . .. About the signals that clothes can send

Researchers in the Diabetes Prevention Marketing Study wore casual clothes to American Indian focus groups, as did
the moderators for those groups. The moderators and research partners had explained that formal dress, such as jackets
and ties, might not be well received by participants. Conversely, the moderator for a set of Hispanic/Latino groups wore
a suit and tie to groups, explaining that participants would feel most comfortable with a group leader who was more
formally dressed. Observers should consider dressing less formally, especially if they will be introducing themselves to
groups that may include undocumented immigrants. Rely on your research partners to help answer these questions for
your population and your specific geographic area.
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Step 6:
Interpreting the Results

What Have You Learned?
Figuring It Out

At leastone persononthe researcleam sbuld be desigratedas tte
note taker for eachgroy. Recordng eqiipment canbreak awn,
and observers’notes maybe the orly compehensive recordof the
discussion. If all observers takeates—or at least snmarize tleir
impressiors following the grop—it would be helpful to your
anadysis. Each peson interestecerough to atteml has animportart
perspective to coftribute.

Give note takers gidarce for aing the best pb in a focts grop
settirg. Here are somhelpful tips you may wart to skare withyour
note takers:

4 Reviewthediscissiongude inadvarce to ecorre familiar with
the pumpose and keyquestiors. Doing so will meke it easier to
judge what informationis most importart to capture, particu-
larly if the corversationbecomes fast ahlively.

¢ If note takers are seat@uthe sane roomasparticiparts, they
may find it helpful to draw a small sketch of the room, with the
tade ard participarts’ seat locatios

4 When noting aquestion asked by the moderator, undeline it or
otherwise desigrate that the personspeakirg isnot a participan.

4 Bealert to @rticiparts’ body language and mannerismsas well
as their words. For exanple, if you are testig corcepts for a
nutrition canpaign targetirg dabetes cotrol, note takers sbuld
record participants’ facial exressiors when the corcepds are
unveiled. Or, if one participart says, “My doctor dd not give
me erough information atout diabetes wken | was first
diagnosed,” and the rest of tle grow nods in agreemet, note
takers sbuld recordthat fact.

The diversity of participant respnses ad the steer anount of
information especially if there are several grps in the study,
makes analyzing focus growp findings a clallenge. In addition, the
informationis qualitative, not quantitative; you carit simply count
how many times ople saidsometling to aralyze your findings.
And nat just words are impartant. Heartylaughter ard blark stares
canrepreseim importart findings, evenwhen no words were spken.

Following these step will help you turn the information you have

collectedinto a writtendocument that you canuse for reporting ard
program planning.
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Hold a Debriefing with Observers. It is gererally ideal for the
team—researatrs, the modrator, armd observers—to covere
immediately following the groyps, whenall impressiors are fresh
A gatlering earlythe rext day is songtimes pamed; waiting ary
longer than that is rot recommeded, becase memories fax
quickly. If held right after the groyp(s) ths discussionshould not be
a heavywork sessin, becase evergne will be tired from the herd
work of listening closelyto the grops. Raher, the debriefing
sessionis atime to summarize and © share and wmpare impres-
siors. It is also aropportunity to dscuss modfi cations to the guide
and procedures that might beimportant for subsequent groups

Have at fand all the variois records—the rotes of olservers ad
researchrs awl the tages. It is a gooddea for atéast oe personto
take down the main points of the debriefing discussion Or, you
may decice to tage recordthis discussion too.

During the debriefing, you might want to discuss
¢ Impressions of participants’ answers to key questions.

¢ Impressions of participants’ reactions to materials introduced
during the group.

¢ Interpretations of participants’ comments or behavior.
¢ Modifications to the guide (e.g., eliminating some questions,

changing the wording or order of questions, adding new questions,
changing the amount of time devoted to a particular topic).

Arrange for Transcripts. If your groups have been audiotaped,
have the tapes transcribed to supplement the naes that observers
have takenard provide a writtenrecordthat canbe readquickly.
The transcripts also are a gooslouce for verlatim quotes from
participarts to illustrate keypoints ard corclusionsin any reporting
you da

Obvioudly, the more complete and accurateatranscript is, the more
usefd it will be. To produce tre best pssilde trarscript

4 Try to find a trarscriber with experience trarscribing focus
group tapes. Thenunmbe of people talking—and possidy poor
acousgtics in the focus groyp room—can make trarscription a
very challenging task.
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¢ Provide the trarscriber with clearlylabeled tapes that dspay
the topc, date, ard time of tke group.

4 Brief the transcriber on the pumpose of the researctand provide
acopy of the noderator’s gude to faniliarize her or im with
the maindiscussiontopics. You mayalso wah to provide a
copy of an observers rotes to lelp clarify sonething that is
difficult to hear onthe tape.

4 Also providethe transcriber alist of key words and phrasesand
their mearings; tre names of tke perticiparts in eachgroup;
notes alout participarnts’ vocal claracteristics,to help the
transcriber idertify participarts; ard guidelines for the editorial
style you wart to use (eg., preferredheacers, whether page
numbers are recded whether a cover pge stlould be included).

For groupstha will beconduded in a language oher than English,

determine before the groyps how you will handle the transcriptions.

(Transcriptions that nmust also le trarslated into English are very
expensive, especially those inlanguages otler than Sparish.) If a
trandator provided a simultaneous trarslation on audiotape, the tape

can betranscribed. Or, rather than producing a verfaitim trarscrip-

tion, you canhave soneone who is fluert in the larguage listento

the tage of the growp, take dtailed notes,ard thentrarslatethe notes
into English.

Prepare a Summary of the Key Findings from Each Group.
The noderator is wually askedio prepare a bief summary (sone-
times callech “topline” report) of the findings for eachgroup, using
the observer mtes, debriefing notes, ard trarscripts. You may
choose to @ this yourself instead You ard your partners caruse
these sunmaries to makeoyr overall researcliindings. These
summaries wudly include

4 A profile of participarts.
4 Themain themes tht emergedor eachkeytopic in the gude.
4 Especially saliert or striking quotes.

4 The degree of cosersus onkeytopics.
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The last pint is not easyto do. In assessigphow widely aview is
hdd, you must consder

¢ Whethe people nadded in agreement or dissem—not justwhat
was vocalized

4  Whether the groyp was lled onanisste.

As noted, counting respnses @esrit “work” the wayit does with
survey data. In a focis growp, people are apto qualify or explain
why or how they think or behave a certairway. It is probably those
explanations that you' re interestedn collectirg.

Circulate the Summaries Among Key People and Ask for
Feedbacdk. It may be usefu to have a varietyof people review tle
summaries,including observerspther researclpartners,ard even
additional experts wio have ot beeninvolved in the research
process @ dae. From the observers, you want to know if the
summaries agree witlheir recollectios. Is arything important
missing? From all the key people, you wart to know how the
findings compare withwhat they expected What dd they learn
from other studies? What renaining questiors should be corsidered
in future research

Prepare a Report on the Full Study. With this feedack, you are
preparedto tackle tte job of synthesizirg the individud findings into
one mester report. Your own experience dong with othes
feedback will alert you to importart conparisors ard cortrasts to
highlight. Note areas Wwere finding that struclpe@le as unusual
mean that a carefl check of tre trarscripis is reeced More
gererally, note the drectionof ary decisiors thatwill likely be made
basedon the findings.

Whether you will condud amore formal analysis to prepare the full
report aswell as the format and deopth o the report depend an bath
resouces—Iow much time ard morey you have to dvote to tle
reporting—ard what such a reprt should acconplish. Ask yourself
the following questiors:
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4 Why is the information neeckd?

Will it be used in publc forums, only for the record, or for
internal decisiors? Will decisiors ke made basedon this
document? Will the document be copied in parts, published in
whole, or likely not regroducedat all?

Who is the target adiernce for the findings?

How well dothey undestand focus group nmethodology? What
is their readng stye? Do they prefer nore detailed, narrative
text or kullets? Will they be impressediy alengthier report, or
will they beunlikely to read a hefty document? Will there ke
public or media interest inthe findings? Will the information
be usedfor testimoly to oktain grart morey? To make @ci-
sionrs involving sigrificant finarcial resouces?

What resouces are availdb?

A report on the findings from a series of fosugrops canrarge
from afew hunded to many thousandsof ddlars. Don't plan
a “Merceas” aralysis if you have orly one person one week,
and $1,000. If you needto presen findings ina weekplana
brief summary incorporating the nost importart details alout
the groupsand the findings rather than a 100page report.

If you have the resouces,you might wart to explore some of
the interestirg aralytical tecmiques ttat are sometimessed for
large stdies. For examgde, there is a wealth of
information—evencompuiter software pckages—on analyzing
focus groups usng ethnagraphic principles developed for
anthropology research The “Touimin metlod of argunerta-
tion” is arother wayto orgairize farticiparns’ views. Another
techique is “groundeal theory procedure.” However, these
tecmiques can be time-conauming and eneraly require
consulting expertise that may be too costlyfor most studies.
Checkthe materialswe’ve listedin sectiord of this gude for an
overview of some of #hse techiques.

What logistical issas are imolvedin writing the report?
Where are tbB memlers of tle researcleam locategeograpi-

cally? Will everyone work fromthe sane conputer network or
at least ge comptible software?

Depending on the arswers for tiese gestiors, your report might
have sone or all of the following sectiors.

4 Execuive summaryof the findings.
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c% Summary

Explanation of the background and pupose of the sudy.
Overview of the mettodology (how the focls growps were
recruted and the screeimg criteria sed who participatedard
what the keytopics were,ard, if appropriate for tre likely
readers, baaround o focus goup research inaperal).

Findings, with a summary of the mainthemes,cortrasts,ard
guotatiors.

Implications or corclusiors.

Appendices,siwch as tle screear, the moderator’s gude, ard
copes of naterials the participarts reviewed

*kkkkk Kk k%

We look forwardto hearirg alout the researclyou undetake and
thelessmsyou learn. The nore we share ar understandingf what
it is like to live withdiaketes,the nmore wecan do for the communi-

ties in which we work. In the following sectiors, you'll find
resouce irformation followed by agpendices withsampe matericd
from the Diabetes Pevertion Marketing Sudy. Goodluck!

<>

Developa clear statemérf purpose.

Seek partnerships ard assistaoe amog resgctedand well-
comected groupsand individuds in the community in which
you will condud groups

Selecta prafessimal moderatorwho is agoodmatch with your
participarts or traina member of the community.

If you hire a trarslator, he or ste stould be skilled in simulta-
neous trarslation.

To facilitate coversatiom and suppa your research @gls,
participarts slould share a set of selectetharacteristics.

Either professiomal facilities or otler sites nay meet your needs.

A variety of strategies are availebfor recriting focus grop
participarts.

Y our screener should prompt for background information on
participarts and include information about the study, screening
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questiors (in a logical or@Y), ard aninvitation to participate.

It is worth striving to provide attractive icertives for gartici-
pants to atterd. Also, by scheduling ard locatirg groups
corveriertly, you canmake participation aneasyard erjoyable
experience for conmunity members.

A discwssionguide typically has four mgjor conponerts: (1) an
opening ard warm-up, (2) a set of éscussionquestiors, (3) a
“false” close to give adervers anopportunity to ask tle
moderatorto poseone final gquestionto participarnts kefore the
group’s erd, ard (4) a summary ard the dssemimtion of
information

The ordering of dscussionguide questiors should take iro
account participants’ needto get corfortalde with eachother.

Work closelywith the noderator to esure sifficient time for
the nost importart topics.

Egecially for groyps alout conplex healthissies, it is impor-
tant to have an expert availabe to sgak withparticiparts after
the dscussion

Detailed notes,videotapes,debriefing sessios after grops, ard
trarscripts all help you recall aml aralyze your findings.

The type of report you write depends on how the information

will be used, who the target audience is, what resources are
availabe, ard what logistic isses are imolved
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Print Resouces

AMC Cancer Research Center. (1994%tening o your audience:
Using focus groups to plan breast and cervical cancer public
education programs Denver, Co.. AMC Cancer Research
Center.

This handbook corains a wealthof usefu information about
how to plan focus groups on a realthrelatedtopic. It provides
especially usefd informationalout planning focus groups with
low-income adierces.

Anderson R.M., & d. (1996) Usng focus goups to identify
psychosocial isses of uban black individuals with diabetes.
TheDiabdes Eduator 22:1, 28-33.

This article eékscriles a foca grop study in Detroit. Psychoso-
cial isswes icertified in the groys were pioriti zed by an expert
pand.

Krueger, R.A. (1994) Focus groups A practical guide for applied
reseach. Thousard Oaks, Cdlif.: Sage Rublications. Phone:
(805)4999774Fax: (805)4990871.

Thisupdde of Krueger’s well-respected 1988 extbook preselts
a stepby-step apprach toplanningandconductinga successful
focus group, aralyzing focus grop restuts, and accounting for
cultural dversity.

Krueger, R.A. (1997) Developing questions for focus groups
Thousand Oks, Cdif.: Sage Publictions Phae: (805) 499-
9774Fax: (805)4990871.

This paperback descrilies a pocess for évelopng questiors
and provides may examges of fow to phrase ad seqience
focus group quetions

Krueger, R.A. (1997) Invoving community members in focus
groups Thousard Oaks, Cdlif. : Sage Rublications. Phone: (805)
4999774Fax: (805)4990871.

This book offers mnresearchrs tips, advice, ard exercises on
conduding focus groups

Krueger, R.A. (1997) Modeating focus groups Thousard Oaks,
Cdif.: Sage Publiations Phae: (805) 4999774/Fx: (805) 499-
0871.
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Electronic Resouces

This text provides anoverview of critical skills peded by
moderators, approactes ttat siccessfll moderators se, ard
strategies for éndling dfficullt situatiors.

Morgan, D.L. (1997) Focus groups as qualitativesearch 2nd el.

Thousand Oks, Cdif.: Sage Publictions Phae: (805) 499-
9774Fax: (805)4990871.

This book dscusses th wses of foca growps, including their
strengths ard weakresses,as well as faming, desigring,
conduding, and anayzing focus groups

National Cancer Ingtitute. (1989).Making helth commun¢ations

work. NIH Publcation No. 89-1493. Bé¢hesda, Md.: U.S.
Department of Healthard Human Services, Office of Cancer
Communicatiors, National Cancer Institute.

This “classic” for kealthcommunicationprofessiorls govides
anexcellert overview of lealthcommunicationtheories as well
as a primer on focus groyps ard other qudlitative research
techniques.

Steckler A., McLeroy, K.R., Gamdman, R.M, Bid, S.T., ad

McCormick, L. (1992). Tavard integrating quditative and
guantitative methods: An introduction. Health Education
Quarterly 19(1): 1-8.

This article hghlights the stregths ard weakresses of th
qualitative aml quantitative paradgms ard discusses bw to
combne the two approactes.

Stevart, D.W., and Shaadasani, P.N. (1990focus groups

Theory and pactice. Thousard Oaks, Cdlif. : Sage Rublications.
Phae: (805)4999774Fax: (805)4990871.

This book, now in its ninth printing, examires everyaspectof
focus growps, from selectig ard recruting participans to
desigring the noderator gude to amlyzing the findings.

Firstafew words on searcing the Interret for infformationon focus
groys. Searching onfocus groupsproduces articles tht almost
always are albbut commercial market reaesh, not health communi-
cation research Although mary of the grinciples of commercial
marketresearclarerelevar, the goals ad target adierces of lealth
communication researchterd to be quite dfferent. In adlition,
searclesalso poduce a large grcertage of items tht use the term
focus group to mean groupsthat are centered around neditation or
self-exploration which are rot relevan for health communication
research
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Center for Subsance Abuse Prevention. (1994) Techical assis-
tance bulletin: You @n managefocus groups effectively for
maximum mpad. Internet: http://www.health.org/
govpubs/MS495/.

This corcise hilletin offers stegoy-step instructions for
corvening effectivefocus groups. It also offers case glies aul
a helpful refererce list.

Center for Subsance Abuse Prevention. (1994) Techical assis-
tance bulletin: Conduding focus groupswith young dildren
requires special considerations and techniqlitgrret:
http://www.health.org/govpubs/MS501/.

This bulletin offers tips ard techniques that canmake focs
groupswith children—or with any other grouo—run smoothy.

Feig, B. (1996) Focus groups: They're not just for researcher

anymore. Internet:  http://www.businessknowhow.com/.

Although this stort article adresses sing focus growps for
conmmercial market researctthe common pitfalls thatit outlines
are also aplicable to healthcommunicationresearch

Greerbaum, T. (1996) The foaus group bill of rights Interret:
http://ww.groypsplus.com/rights htm.

This document outlines a hill of rights” for clients, moderators,
facility operators,ard respndents.

Greenbaum, T. (1996) Making it work for you bénind the oneway
mirror. Interret; htp://www.groypsplus.com/mirror.htm.

This article offers focus group observers seven tips for making
groups more roductive. Exanples irclude writing down the
most important things you want to learn and focusing a the big
picture ratter thanthe commets of ore or two grop menbers.

Market Navigation, Inc. (1997) Home Paje. Internet:
http://www.mnav.com.

This home page featues lirks to tre following articles abut
gualitative market research

Client guideto the focus group. Interret:
http:// www. mnav.com/cligdhtm.

This article dscusses isses seh as whken to use focs
groupsand dfers tips on managing focus group piojects.
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How o gea beneath the surface in focus groups Interret:
http://www.mnav.com/bersuf. htm.

Topics covered includerecruiting participarts, eliciting the
most valuabe information during grows, and groy
dynamics.

How t ge& more out of your focus groups Interret:
http://www.mnav.com/getmoreitm.

Common pitfalls in focus groyp projects are adtessed

Everything in moderation. Interret: htp://www.mnav.com/.

This article dscusses bw to pck a noderator verss a
qualitative researctcorsultant. Skills needed for both are
idertified.

New York Chapter, American Marketing Association. (@nnud
edtions). GreenBook and focus group directorinterret:
http://www.greerbook.org. Phone: (212)6873280Fax: (212)
5579242.

This“bible’ of focus growp facilities throughout the couwntry is
also availake in print.

Quirk’s researcher sourcebook, 1996—-199ternet;
http://www.quirks.com.

This listing of more than 3,700 firns tha provide marketing
researchservices is orgamed by firm name, specialty, ard
geograpic location

Sae Publcations Inc., Home Page. Internet; http://wwww.sagepub.com.
Phae: (805)4999774Fax: (805)4990871.

This compary publishes maw of the most respctedtexts on
focus grops ard other qualitative researchechiques.

U.S. Army Fanily Advocacy Pragram (1996).Marketing family
advocacy: Using focus groups to create excellehterret:
http://child.cornell. edu/army/focus. html.

This sixpage handbook arswers lasic qiestiors sich as”What
are focs groyps?’ “How are tle interviews structured?’ “How
is the information summarized?’ ard “When stould you not use
focus groyps?’
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5. ARTICLES USED IN

BACKGROUNDRESEARCHFOR THE

DIABETES PREVENTION MARKETING STUDY

General Diabetes

This sectionlists articles irthe following categories:

¢ General dabetesrelatedarticles

General ard diabetesrelated articles abut racial/etmic
minority populations

Diabetesrelatedarticles abut Americanindians
Diabetesrelatedarticles abut Hispanics/Latinos
Diabetesrelatedarticles abut African Americars
Diabetesrelatedarticles abut Asian Americars

<>

> & & o

AmericanDiabetesAssociationrCommittee orProfessioral Practice.
(1991). Stardards of medcal care for gtients with diabetes
mellitu s. Diabetes $ectrum4: 297-301.

Andersm, R.M. (1993). Assessingatient &itudes alout diaketes:
Implications for health-care pofessiomls. Diabetes $ectrun
6: 1504151.

Benzaig D., Jevler, D., Waren, J.C., ad Keegan, A. (1992)
Highlights from the American Diabetes Associations 22nd
annual neetingand scientific sesans. Diabetes $ectrum 5:
256, 259.

Dawsm, L.Y. (1993) The diabetes index: A naiond sudy of
diabetes resoces. Dabetes Pectrum 6: 138-142.

Fugua, L. (1989) Marketing and dibetes education: ‘A
harmonious chorus’ Diabdes Eduator 15:210-213.

Lobovitz, H.E. (1993). Fnm research tgractice: Caclusims.
Diabetes $ectrum 6: 131-132.

Moody, L.E, and Laurent, M. (1984) Promoting healththrough the
use of stortelling. Health Education 15:8-12.

Mount, M.A., Kendrick, O.W., Drawghon, M., Stitt, K.R., HeadD.,
and Mount, R. (1991). Grap paticipation a a method of
acheving weight loss and blood glucose control. Joumnal of
Nutrition Education 23: 25-29.

Pudh, J.,and Sern, M.P. (992) Theimportance d epidemiology
for the revention of diabetic complications. Diabetes $ectrum
5:88-89.
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Minority Populations

Wilson, R.,andHorton, E. (1993). Wadkshop report: Prevention and
early treatment of NIDDM. Diabetes Gare 16: 376-377.

Anderson, J.M., Bleg C., aad Lau, A. (1993) Women's
perspectives on chronic illness: HEhnicity, ideology ard
restricturing of life. Diabetes $ectrum 6: 102-112.

Bertordli, A.M. (1990). Nutrition counsding: Meeting the needs of
ethnic clients with diabetes. TheDiabdes Eduator 16:
285-289.

Davidon, JA. (1991). Didetes care in minority groups
Overconing barriers to neet these ptients’ special reed.
Podgraduat Medicine90: 153-168.

Davidson, JA., Jewler, D., Lipson, L.G., KatoPalmer, S., Boggs,
W.L., Moore, D., Ppe, A., and Breseau, .D. (1988).
Diabetes: An equd oppatunity diseaseDiabetes Forecast41:
26-51.

Eaton, C. (1977). Diabetes, culture changnd acculturatim A
biocdtural aralysis. Medical Anthropology1: 41-63.

Geist, P. (1994). Negiating cultural understandingy health care
communication In L. Samovar aml R.E. Porter, eds.
Intercdtural communication: A reader (7th ed.). Bdmont,
Cdlif. : Wadsworth.

Hawtharne, K., Meool, M., and Tamlinson S. (1993) Cultura and
religious influences indiaketes care iGreatBritain. Diabéic
Medicine10: 8-12.

Hendricks, R.T., and Hass, .B. (1991). Diabetes in imority
populations Nurse Ractitioner Forum 2:199-202.

Howe-Murphy, R., Ras, H., Teng, R., and Hatwig, R. (1989)
Effecting change inmulticultural healthpromotion: A systens
approach Journal of Allied Health 18:291-305.

Kittler, P.G., ad Suder, K.P. (1990). Die coungling in a
multicultural society Diabeges Eduator 16: 127-131.

Lieberman, L.S. (1987). Cultudasensitivity and prdolems of
interetmic communication Directions in Applied Nutrition 1.:
5-6.
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Lindquit, G.J. (990) Integration of international and transcutural
content in nursing curricula: A process for cange.Journal of
Professional Nursing: 272—-279.

Luyas, G.T. (1991) An explanatory modd of diabetes. Western
Journal of Nursing Reseach 13:681-697.

Murphy, F.G., SatterfieldD., Anderson R.M., am Lyons, A.E.
(1993) Diabetes educators as cultural trandators. Diabees
Eduator 19:1134118.

O'Brien, T.R, Fbndes, W.D., Deoufle, P., Bgle, C.A.,
DeStefano, F., and Tautsch, S. (L989) Are racial differencesin
the prevalence of diabetesin adults explained by differences in
obesity? JAVMA 262:1485-1488.

Pachter, L.M. (1994) Culture ard clinical care: Blk ilin ess laliefs
and behaviors ard their implications for health care dlivery.
JAMA 271:690-694.

Randall-David, E. (L989) Stategies for working with culturally
diverse commuities ard clients. Bethesdh, Md.: Associaiton of
the Care of Children's Health

Shairo, J., aad Sdtzer, E. (1981) Cross-cultural aspects d
physician—paient communications paterns. Diabdes $ectrum
3:251-252.

Stein, H.F. (1992) The many-voicedcutural storyline of a case of
diabetes nallitus. Journal of Famiy Practice 35: 529-533.

WaxerMorrison N., Anderson JM., ard Richardson, E., ed.
(1990). Cross-cultural caring: A handbook for health
professionals in westerna@ada Vancouver, B.C.: University
of British Columbia Press.

Winkleman, E.A. (1990) Whd s watching the kids? Diabetes and
inner city children Diabetes $ectrum 3: 73-78.

Acton, K., Vaway, S., Hégerson, S., Huy J.B., Snith, K.,
Chgman, V., and Gddes, D. (1993) Improving diabetes care
for Americanindiars. Diabetes Gire 16: 372-375.

Boyce, V.L., and Swnburn, B.A. (1993). Theraditiond Pima
Indian diet. Diabetes Gare 16: 369—-371.
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Broussard, B.A., Bass, M.A., andicdksan, M.Y. (1982). Reasts
for diabetic det roncomgiance amog Cherokee hdiars.
Journal of Nutrition Eduation 14: 56-57.

Doughty, R. (1994) Indian hedlth service stages bétle agairst Type
Il diabetes Living Well with Diabetes9: 6-11.

Gohdes, D., and Bendt, P.H. (1993) Introdudion: Diabetes in
American Indians ard AlaskanNatives. Diabetes Giare 16:
214-215.

Gohdes, D., Kaufman, S., ad Vdway, S. (1993) Diabetes in
AmericanIndiars. Diabetes Gire 16; 239-243.

Hagey, R. (1984) The phenomenon, the explanations and te
responses: Metaphs surraindingdiabetes in urban Canadian
Indiars. Sogal Sdéence Medicine18: 265-272.

Hagey, R. (1989) The rative diaketes pogram: Fhetorical pocess
and prxis. Medical Anthropology12: 7-33.

Hosey, G.M., and Freeman, W.L. (1990) Designing ard evalieting
diabetes edcation material for American Indians. Diabdes
Eduator 16:407-414.

Huttlinger, K., Krefting, L., Drevddhl, D., Tree, P., Baca, E., @n
Bendly, A. (1992). Ding batle: A metaphaica analysis of
diabetes n@litus anong Navajo people. Ameican Jumal of
Occupaional Theapy46: 706—712.

Judkins, R.A. (1978) Diabetes and peaception of diabetes among
Seneca hdiars. New Yok Stte Journal of Medicine 78
1320-1323.

Judice, J.W. (1989) Twenty years of diabetes on the Warm Spiings
Indian Reservation Oregon Ameaican Indian Cuture and
Reseach Jaurnal 13:49-81.

Lang, G.C. (1989) Making sense about diabetes:Dakotanarratives
of illness.Medical Anthropology11:305-327.

Leorard, B., Leonard, C., aad Wilson, R. (1986) Zuni Diabetes
Project. Public Health Reports 101:282—-288.

MacDonald, F., Shh, W.M., aad Canpbdl, N.M. (1990)
Deveoping strergth to fight diabetes: Asessig the edication
need of Native Americars with diabetes nallitus. Beta Rdease
14:13-16.
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Miller, P., Wikoff, R., Keen, O., aad Naton, J. (987) Hedth
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American Indian and Alaskan Native Mental Health Research
1:27-39.
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Diabetes Pectrum 6: 166—202.

Newman, W.P, Hdlevoet, J.J, ad Fiohlich, K.L. (1993) The
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Diabetes Gire 16: 361-363.
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APPENDIX A: DIABETES PREVENTION
MARKETING STUDY EXECUTIVE SUMMARY

BACKGROUND AND
PURPOSE OF THE STUDY

While approximately 8 million Americars have beendiagrosedwith diaketes,at least duble that rumber may

sufer from this dsease nknowingly. Asthe seveth leadng cause of death in 1993, diabetes diitus accaints
for signficant morbidity, lost productivity, and premature nortality for many Americans, with a disproportionate

burden borne by African Americars, Hisparnics/Latinos, Native Americars, ard Asian Americars. There are
numerous strategies that people with diabetes al their healthcare poviders canuse to redce tte impact of tre

disease However,the true potertial of prevertion strategies idrtified in the Diaketes ©ntrol ard Complications

Trial (DCCT) has nat been realized.

Most researclon diabetes is ejdemiological innature, clealy indicating numerically the great magnitude of the
disease athits etiology However,comprativay little research has beenrmhucted tdadentify hov knowledge,
attitudes, beli ef s, and behaviors contribute to dabetesrelateddisablity and premature death This discre@ancy
is particularly pronounced for racial/ethnic minority populatiors. In order to redice the burden of diabetes,the
Divisionof Diaketes Tarslation(DDT) has icertified healthconmunicationas a ketrategy In order for health
communication activities to lave the greatest sicess,health educators ad health care pactitiorers must
recognize that there are avariety of potertial audiences within ary given populationard that strategies it may
work for one group will not necessarilyoe as lelpful for another. Healthconmunicationexperts have becone
especially sensitive to the krowledge, attitude, belief, and behavior differences withregardto healthissies that
exist anong the variots cutural groys within this country.

To communicate most effectively with people from different backgroundsand ailtures, hedlth prafessonals must
strive to step back and undestand the hedlth issue from the perspective of those who are affected themselves.
Thereare a wriety of research mthods ailable tothase wishingto understandbehavoral aspects of diabetes.
Onemetlod that provides ore of the richest souces of dta is focis growp research Although findings are it
gereralizalle, focus groyps offer anopportunity to hear alout people’s thoughts ard experiences indetail directly
from the people themselves.

The Diabetes PPevertion Marketing Sudy focused on people with non-insuin-dependent diabetes nellitus
(NIDDM) in four minority populations. African Americars, Hisparics/Latinos, Americanindiars, and Asian
Americars. The project’s purpose was twofold

1. To gather information from individuds in minarity populaionstha addsto the existing knowledge base.
The information gatrered woud help those irterestedin further researdng dabetes inminority
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populationsto have some context for undestanding the issues and pioblems affecting certain groups
Also, the information gatheredcanprovide researchrs witha startirg point for their ownresearctard
communicationefforts.

2. To provideprectical and gplicable information ébout conduding focus groupsin minority communities.

FOCUS GROUP PARTICIPANTS’
CHARACTERI STICS AND LOCATI ONS

Focus growps were teld with African Americanparticiparts, Asian Americanparticiparts regeseting several
different countries of origin Hispanic/Latino participarts also repeseiting several contries of origin and Native
Americanparticiparts fromvarious tribes. The participants were iwited to join the focls groys basedon the
following criteria:

= Having Type 2 diabetes,diagrosedafter age G

= Being betweenthe ages of @ and 70

= Earning an annual hasehdd incane of less than $20,000 iincome groups) @ $20,000 tdb50,000
(middle-income group9

A total of Z groyps were eld in 12 different locatiors during a period lasting from June 1995 b Odobe 1996.
The 12 locatiors listedin Table 1were selectetbr several reas@nincluding demographic characteristics of the
populations and geograpic variety The researcheam watedto hear from gople across ta retion living in
various settirgsranging from inner city to veryrural. Becase few dtabases of pople with diabetes eist, the
researchteamrelied upa the assistane of local cotacts wio coud provide mears for reacing particular
populations
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Table 1. Focus group locations and group composition

Location Ethnicity Gender SES level Languaye
Montara
Blackfeet Irdian Resenation Native American mixed not screernd English
Native American mixed not screead English
Flathead Iian Resenation Native American mixed not screead English
Northern Cheyeme Resenation  Native American women not screerd English
Native American men not screead English
Missoua Native American mixed not screead English
Wyoming
Wind River Resenation, Native American women not screeed English
Shashone Community
Wind River Resenation, Native American men not screered English
Arapalo Community
Los Angeles,CA
Mexicanard Central American women low Sparish
Mexicanard Central American men low Sparish
Korean women middle Korean
Korean men middle Korean
Filipino mixed middle Tagalg
Viethamese mixed low Viethamese
Ashhbumn, GA
African American mixed low English
Minneapolis, MN
Native American mixed not screead English
(various trikes)
New York, NY
Hispanic/Latino women low Spanish
(Dominicanard Puerto Rcan
Latino men low Spanish
(Dominicanard Puerto Rcan
Asian (Chinese Mandarin) mixed low Mandarin
Asian (Chinese Cantonese) mixed middle Cantonese
Chicam, IL
African American mixed low English
African American mixed middle English
Housta, TX
Mexican American men low Sparish
Mexican American women low Sparish
African American mixed middle English
African American mixed low English
African American mixed low English
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TOPICAL DI SCUSSDON

The moderators’ guide for the topcal dscussion was asigred to promote ogn commuication amorg
participarts ard the noderator. Topics relevanto the study were selectetbr explorationduring the focus groups.
The lroadcategories are slwnin Table 2

Table 2. Moderators’ guide discussion topics

Main topics ircluded:

Background - Discussion centered orhow participans reacted Wwenthey were diaghosed with diabetestheir perceptio
of the seriousness of the disease, why they are or are ot able to sacessilly manage the disease, ahthe perceptiorof
diabetes intheir community.

Sources of information - Various canmunicatian channels antheir credbility were dscussed

Health care - Participarts related thir experierces vith obtairing and payng for medical help for their diabetes.
The noderator also agkl themabou ary alterrative methods or reredies tley use to treattheir diabetes.

Personal and fanily experience- Participarts were asled how their family affects tle management of their disease,
the efectsof dress, ard the type offamily ard community support trey receie.

Food plan and exrcise or physical activity- This partof the discussion focused onthe probens the pariciparts
ercownter with maintaining presribed ood phlrs ard the barrersthat prevert themfrom ergaging in regular
exercise or pisical activity.

SYNOPSIS OF CONTENT FINDINGS

The DiabetesPreveriion Marketing Study revealedawide range of information albout people’s thoughts alout
ard experiences withdiabetes. A brief sanple of those findingsis presetied below. The findings are éscussed
for eachracial/etimic grouw in turn.

Findingsfrom Foaus Groups
with African Americans

Focus groupswere hdd with African American paticipants in Ashburn, Gergia; Chicago, lllinois; and Haugon,
Texas.

= While sorre participarts inthese grops reported having experiencedthe warring sigrs for diabetes, few
recognized them at the time. Among the synptoms respndents listedwere exessive fatigg, corstart
thirst, numbness or tigling of feet,ard obesity Evenamorg those respndents who indicated a genetic
predsposition towarddiabetes few saidthey had done anything to protect themselves prior to the onset
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of the dsease.The exsterce of a gedic predispostion towvard diabetes seesd toinduce fear and, fo
many, the desire to sirply ignore it.

Virtually none of the respondents in the African Americangroups saidthey felt preparedfor the life
changes that followed their diagnaosis, and many expressedyrave conerrs about having diabetes. They
wereespecially corcerred about blindness,amputation high bloodpressue, stroke heart attackard self-
administeredinjectiors.

Confusion and mncern existed around te term borderline diabges. Same respondents had been told
that there was ro swch thing—that you either had diabetes or @ not. Others thought it meart never
really having diabetes. Still others thought it meant that diet, not medication, was the treatment. There
was also corfusion as to tle probahbility of making diabetes dsappear ty properly achering to nmedical
guidelines.

There was a strong belief among perticiparts that the incidence of dabetes was igher in the African
Americanconmunity thanin other groups. It was sggestedhat there argorobaly thousards of African
Americans who have diabetes and should receive meital care bt are unaware that they have it. Some
respondents felt that altrough people mayknow of dabetes,more empasis sbuld be placedon its
warning signs ard the seriosgness of tle dsease. Additionally, many said that becawse African
Americars terd to put off seekiny healthcare,diabetes mayoe discoveredate.

When asked about goodlocatiors for dissemimting informationatout diabetes participarts statedhat
workshops were lipful. Some respndents hed seenard liked dialetesrelatedvideos. Word-of-mouth

information from family members, friends, and coworkers was entioned, but the accuacy of that
information was rot particularly trusted These Arican Americanparticiparts listedvarious potertial

distribution points for information about diabetes,including sctools, beauy ard barber stops, grocery
stores healthfairs at clurches anl other key community sites,rado, television and newspapers. Family

reunions were nantioned as a settig in which large numbers of people (200 in e case) \wre gathered
and codd be reacled with pertinert information atout diabetes or even about their own family’ s history

of diabetes.

Findingsfrom Foaus Groups
with Asian Americans

Groups were teld seratelywith Chinese,Korean Filipino, ard Vietnamese jarticiparts. Some of the cross-
cutting findings as well as # dfferences amng grows are listedbelow.

Many of the Asian participarts remrted that they had a verynegative intial reactionto their dagrosis.
Resmnses irluded fear,arxiety, worry, disbelief, depression arger, sadhess,ard selfreproach There
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were anumber of paticipants, however, who descibed reactons that were less rgaive. For examge,
someminimizedthe seriowsnessof diaketes. Others took the view that dabetes was geordained to be
part of their lives,so theyfelt no choice tut to accepit.

= |n most Asian grouwps studied, respndents believed diabetes was caedby a comlination of factors,
including particularly intense enotional stress,the corsumption of sweetsard heredty. Chinese,
Vietnamese, ard Filipino perticiparnts dd not seemto feel that dabetes was mre common anong
memters of tleir ownethic groups.

= Chinese participants felt that their diet dd not lend itself to developng diabetes, statirg that they
corsumed foods low infat ard low in sugar. However,the Koreanparticiparts believedthat trere is a
high incidence of dabetes amog their contrymen They spoke of the Koreandiet, pointing to an
emphasis ormeat ad spcy foods. Theyalso felt that more sweet focdare availale inthe United States
thanin Korea. They also attrilutedthe higher incidence of dabetes arang Koreans in the United States
to the fact ttat Korears edercise less ithe United States tlanthey did in their homelard.

= Several worried about the impact that dabetes cold have ontheir interactiors with others. They
explained that anong Asian people there is a strogfocus onthe groyp’s harmony ard well-being, as
oppcsed to an individud’ swell-being. Thus Asiansdo nat want to stard out from the crowd To do so
would create erparrassnent, saidparticiparts. They also minted ou that they do not want to embarrass
their hosts ly not eatirg what is servedt social gatérings.

= Family suppet was particularlymportant anong the Asian participantsln describingthe rde o the
family in digbetes treatment, most of therespondents described thar families as suppative.

= Many Chinese prticiparts statedhat oth Westerrdoctors anl Chineseherbal doctorsparticipatein their
healthcare. The herbal doctorswerevaluedby participarts in part becawse they speak tte sane larguage
and undestand teir culture and eating habits. Overal, heba doctors were perceivedastaking the time
to explain to their patients the etiologyof diabetes ad preverative/mairenance measies.

= Similar to reports inthe literatue, daily in-language rwspaper readership among the Asian participarts
was very high. Thus, in-language rewspapers may be an excellert souce of irformation for these
populations

Findingsfrom Foaus Groups
with Hispanics/Latinos

The Hispanc/Latino populatiors in this study included Central Americars, Mexicars, Puerto Hcars, ard
Dominicars. These prticiparts variedin their lergth of resigency in the United States.
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Mostof the Hisparic/Latino participarts were éagrosedwith diabetes wilein the United States. Their
reactions ranged from denial to fear ad arxiety. Onone hand, some respndents indicatedthat they
deniedtheir illness. On the otter extrene, sone people felt verydepressedard hopeless. Mary of these
respndents associatediiabetes withthe deathof a familymemker, which exacertated their ownfeelings
of hopelessress ad depression

Participants expressederormous corcernfor their families, for whom they were poviding ecoromic
suppat. They were very worried ébout losing thar ability to provide for ther loved ones.

Whendiscussirg why sone Hispanics/Latinos might not manage treir dabetes well participarts pointed
to alifestyle that empmasizes tk joys ard pleasues of eatig. Ore respndent said “Comemos pra
gosar, no para rutrirnos” (We eat to enjoy, not for nutitional reasons). “Vivimos mra congr y no
comemos para vivir’ (We live to eat, and notonly to hdp ussurvive.).

Participarts inall cities statedhat they receivednformationatout diabetes frombrochures giverto them
by their doctors inhospitals ard clinics. The krochures were irboth English and Spanish. Respondents
also statedhat edicatiorsl prograns ontelevisionard rado, particularly Spansh-language television
play an importart role in providing them with information albout the symptoms and treatnents for
diabetes. Informal corversatiors with others who had diabetes was a gjor souce of irformation for
these prticiparts. In addition, newspapers dayed arole in informing these respndents alout diabetes.
However, the inlanguage pess was ot nearlyas inportart for these Hsparic/Latino participants as it
was for Asian participarts. Videos aml lectues were amed as telpful, but were ot conmonly
mertioned souces.

Latino participarts saidhaving bilingual information is very importart. Most saidthey feel nore
comfortable speaking Spanish and that they would fedl that they had abeter undestanding, especially
of health isstes, if the information was availate in Spansh. The respndents ercountereddifficu lty
becawse some iformationis provided only in English.

Findingsfrom Foaus Groups
with Native Americans

Respondents reported that they refer to tremselves as étive American Native People, ard Indian  Thus, these
terms are used interchangeably in this remrt. The Native Americars stuiedin this researclincluded memters
of the following tribes: Salish, Kooterai, Pend D’ oreille, Blackfeet (FRekuni), Soux, Red Lake, Molack,
Chippewa, Arapaho, Shashone, and Nathern Cherenne

Participarts sad they felt fearful at the news of their diabetes and worried for their future. This related
to corcerrs about living with and dying from a chonic dsease.As was tle case withthe other etiic
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groupsstudied, many Native Americanparticiparts were also fearfwof the pain they would experience
from insdin injectiors.

= Aswith other ethnic grows in this study, food ard cuture are closelyelatedard have animpact ona
person’ s ahility to manage his or her disease.People with diabetes sated that they often have dfficu lty
eliminating from their diet tradtional foods that b not fit into a dabetes foodplan Some Native
Americanparticiparts expressedhat ths may be a reasormliaketes is ot well managed

= Alcohol consumption ard the expense associateavith mary healthy foods (eg., fresh fruits ard
vegetables, low-fat meats) were alsoamed by participarts as factors #it regatively impact tre
management of diabetes.In additian, these Natig Americans said that thedd commodities supplied
by the goverment are ofterunhealthy, especially for people with diabetes.

= Many respondentsfelt that they lackedinformation about diabetes. The respndents, particularly those
in Minnealis ard Wyoming, suggestedhat dabetes information be provided in-language (Chippewa,
Sioux, Ojibeway). In-language dabetes ifiormationwas saido be especially necessanpecaise the
elderly, many of whom live in isolatedsituations ard/or are resistarto visiting health care poviders,
often dona undestand Endish.

= With the exception of the Shosthone ard the Arapaho, most respndents felt that the ethnicity of the
treatirg physiciandid not needto ke the same as #i of the Indian patient with diabetes. However, they
did feel that a Native Americandoctor woud put anIndian patient at easeywoud takemoretime with
the examination, and would be more patient and thorough in arswerirg questiors. For examge, Native
Americars estalish social relatioships with other individuals by identifying people they might know,
have in common or berédated to by ther tribal origin. Indian doctors were said to undestand this
practiceard, therefore to engagein this type of discussionwith their petients. Most respndents kelieved
that ron-Indian doctors wio treated\ative Americars stould be required to study the Hstoryard cuture
of Native Americans. This study should include first-hand experience of sone Indianrituals, including
the sweat lode; study atbout the influence of Europeansettlenent on Native Americanlifestyles aml
tradtiona practices; iformation akout cortenyporary eatirg hebits of Native Americars; ard insight into
Indian culture, such as tle terdency not to interfere ad the relwctarce to ask gestiors (i.e., gattering
information from observationover tine, as opposedto oliaining information via questionng).

SYNOPSIS OF PROCESS FNDINGS

To pramote and suppw further facus goup research, the sawbpurpaeof this study was to use the knowledge
we gairedin our researcteffort in avariety of settings to develop practical tips and advice on conduding focus
groypswith minority populations for healthpractitiorners, healtheducators,amd other researchrs. A few exanples
of the lessos we learmd are roted below.
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For any population that you study, always show your gppreciation by finding ways to “give back” to the
community. The communities and paticipants you gudy are nat merely potential soucesof data. They
have invited you into their community ard allowed you to ask grsoral questiors of their friends,
relatives,neighbors. To reciprocate tlis favor,researchrs slould make everypossilde attempto include
communities memlers inthe researclprocess.For example, whenever possible researchrs slould stay
in alocal hotel, eat at local restaarts, hire local lhusinesses or idividuals to recordthe focts growp
proceednhgsor provide food, and, if invited, take @rt in community activities diring their visit. Local
cortactsard researchpartners are tremeatous assetsard researchrs slould provide them withthe resits
of the study in their community. This is rot only a coutesyin retun for their cooperationarnd help; it
also is a wayo mairain goodrelatiorships for future healthpromotionefforts or research

There are many creative waysto go about identifying ard recruting possilde garticiparts for your focus

group with hard-to-reachpopulations. The most obvious source is the databases of pfessioml market
researcHirms; however,these firns are geerally gearedowardcommercial businessesnot people who

are coductingresearchwhealth issueslf such databases dat meet your needs, 0if you arenat using
a professond firm at dl, you should identify community organizations, community health dlinics, or

other community cortacts wlto have access to thpopulations you wart to study.

Y our moderatormaybe alde to provide you with a cutural frame for inerpreting focus groyp process ad
outcomes.Before ard after eactocus growp, ask tie modrator to alert researehs to issas or sitatiors
that may impact tre groyp’s dscussion or that researolrs slould take irfo corsideration when
interpreting thedaa. Theinput d one moderator was paticularly valuable with one Korean focus group
whose participants e unusuallyesered. The noderatwo explained later that becawse ore participart
was a pstor,the otter participarts yielded the floor to hm whenever he made a comment out of a sense
of resgect. This informationhelped put the groyp’s dynamics irto context and alerted researehnsthat
acquiescere of the floor dd not necessarilyndicate that participarts agreedvith the pastor’s points.

If a prdessimal focus goup facility is na practical fo your budget a feasible as a eetingplacefor your
participarts, corsider sites sch as comrmunity certers,churches, and elementary schools. At such sites,
observing the focus group from another room wsing a closeetircuit televisionis a goodoption, becase
observers will ot be distractirg or wnsettling to participarts. If a closed-circuit television isnot aviable
option, it is accepalle, though not preferalte, to olserve ypur participants from the same room in which
the focts grop is takirg place. In this casepbservers sbuld be senstive to the posside aprehensions
participants might fee about beng watched. To dlay concerns moderators should introduce the
observerdo participarts. In ary ever, the presetce of olservers rast alway be disclosedo participans.

Consider how the cuture of the perticipants will affect tre dynamics of the grop. For exanple,
discussiors may not be as frutful if you mix people of different gerders, agesor social statsi Partners
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who work dosdly with the group you ae researcing canoffer insightsinto relevart cultural patterns of
the people you planto work within your study.

= Whenscreeling aconmunity for participarts in harderto-reachpopulatiors, you may have to relaxyour
screeing criteria to fird erough participarts to fill a focis groyp. For exanple, in this study, researchrs
beganwith criteria perceivedas ideal for neetirg their researcimeeds. But they soonrealizedthat certain
questions on the participant screeer severelimited the recruters’ allity to find participants. By
relaxing or elimnating criteria that were ot as essdid to the study’ s purpose, researchrs were ale to
fill the groups and still coduct effectie research.

= Theopenng questiors of the dscussiongude sfould be neutral ard easyto arswea and should illu strate
to the participarts the sinilarities anong everpne in the focws growp. For exanple, the noderator could
ask @rticiparts to irtroduce trenselves ad relate wienthey learred they had diabetes. Questions such
as, “Wha doyou dofor aliving?’ should beavoided. Such questiors canset yp a hierarcly amorg the
participants ard negativelyaffect tre dynamics of the group.

= Be prepared to corsider services g@ticipants may need swch as clid care ad trarsportation
Researchrs slould be preparedto arramge chld care services at tk facility for the duration of the focls
grow. If you decide not to provide child carelet participants krow at the time of the screeimng that they
will have to arrange for child care on their own. Condder arranging a bus service, reimbursing
participarts for cabfare,or finding other mears of trargporting participarts to aml from the session

= Be prepared to acconmodate spuses,friends, or relatives wh may acconpary the participants by
providing meals ad a comfortabe dace for tlem to wait wiile the grow is in session

= Condder in your planning the physical discomforts the participarts may be experiencing. For exanple,
some ople with diaketes lave low stamia. Be sure to provide comfortatbe chairs am plenty of liquid
refresimerts.

= Do not allow your subjects to walk awajrom a focts grop with incorrect iformation Sometimes
participants are cofusedalout the topcs keing discutssed Often erroreous information is raisedby
participants duiing the session Have anexpert on hand to olserve tle groyps ard join participarts
afterwardto clarify misinformation. Participarts $ould aso be alowed to ask the expert questions. At
aminimum, have cuturally appropriate edicatiordl material availalbe for dstribution ard a list of souces
of additiona information
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FOCUSGROUP SCREENER FOR
DIABETES PREVENTION MARKETING STUDY

Name:

Address:

City/Zip Cade

Phae Number:

Hello. My nameis rdm We are conduding a sudy about
healthcare amng Native Americars inyour area. We are ot selling arything. We just wart to learnyour
opinions alout certaintypes of lealthcare. Your opinions will help us greatlyin this stuwdy. This will only
take a few mintes.

1. What isyour ethnic origin?
Native AMENICAN ....uueiiieiceieee e [AONTINUE]
O N [TERMINATE AND TALLY]

2. Doyou o doss anyonein your family have diabetes?
Y Bttt [IERESPONDENT DOES NOT HAVE
DIABETES, ASK TO SPEAK TO THE
PERSON WHO HAST. START WITH

Q.1 AGAIN ]
NO. ettt ettt [TERMINATE AND TALLY]
3. Isyour age [READ ANSWERS]
Unde 40 years 0ld......cooeeeeiviiiiiiii e, JTERMINATE]
40-55ArS 0ld.....ccueeiiiiiiiiiiiiiieee e [CONTINUE]
56—70 YArS O, ..., [CONTINUE]
OVEF 70 i [TERMINATE]
4. At what age did you discover you hal diabetes?
Unde 30 yearS 0ld......cooeeeeiiiiiiiie e, JTERMINATE]
Over 30 Vears old......ueeiiceieeee e [CIONTINUE]
5a. Did you prick your finger to cleck your blood sugar ore or nore times inthe last 2 hours?
Nttt et ettt 1 [CONTINUE]
Y Sttt [TERMINATE]
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5b. [FOR INFORMATION ONLY. PLEASE CRCLE ANSWER.]
Which of the following seriences lest dscrikes yu?

1. Within the rext morth, | planto start clecking myblood sugar everyday.
2. Within the rext six morths, | planto start clecking my blood swgar everyday.
3. Il donaintend o gart checking my blood sugar in the next sx months

We will be hdding asmall discussion group with Native Americans like yourself to better undestand your
needs and tonprove senice tothose who hawe diabetes.You will receive $50 fa your participatia.
Refrestments will be served They will be preparedaccordng to your special detaryneeds. This dscussion
will be held at

6. Can you atend?

Y S ettt [CAONTINUE]
NO. ettt e e [THANK AND TERMINATE]
7. Will you needassistaoe witha kaby sitter?
Y B ittt [RECORD NUMBER OF CHLDREN
AND THEIR AGES BELOW]
N et [TE2ANK AND CONTINUE]

8. Will you needassistane withtrarsportation?
Y Sttt [SAlY WE WILL HAVE THAT
INFORMATION IN YOUR
CONFIRMATION LETTER]
o USSR [TE2ANK THEM AGAIN AND
CONTINUE WITH INFORMATION
ABOUT THE CONFRMATION LETTER]

Y ou will receive a cofirmationletter withdirectiors and other importart information soon Thark you for
acceping ou invitation. Your opinions will be valuale for ou research

Recruter Date

Confirmed by Date
[RECORD BABY SITTING INFORMATION HERE]

# o children: Ages of children:
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APPENDIX C:
SAMPLE DISCUSSIONGUIDE QUESTIONS

This appendix featues some starterugstiors ard tools or eercises tht you might wart to corsider for your
groyos. Questiors are tailoredor three najor types of focs grops:

¢ Focusgroupsdesigned to gain information relatedto participants’ awarerss knowledge, attitudes,ard
beliefs alout a particular topc or set of tojrs.

4 Groups desigredto obtain participarts’ reactiors to specific corcefs, prototype meterials,or program
plars.

4 Groupswhose pirpose is to otain participarts’ feeack after materialsor program activities have been
in place for a priod of time.

Sanple Questions For...
L earning about particip ants’ awareness,knowledge, attitu des,and beliefs about a particu lar topic.

Focus grows to explore what participarts krow or telieve éout a particular topc or set of tojrs are ofterused
to planmessage carefs, materials,and programactivities.

Background:

Many discussionguides for this type of growp use a tool or earcise as aite-breaker to itroduce the subject and
stimuate gemral dscussion Examges irclude

Handing out a newspape article about the sibject as prticipants arrive. Ask them to look over ta clip
before the group beajins

Distributing a short questionaire that asks pople to rark a list of items accoidg to eachitem’simportarnce
(e.q., life priorities sich as taving a heppy family, goodheath, morey, satsfying job). Choose adpic that
is easyfor people to have anopinion atout so that they will not feel that their intelligerce is keing tested

This icebreaker serves twoupposes. First, it gives g@rticiparts specific material to react towhich canhelp
smooth the early stages of tb dscussionwhile the groyp gets acqainted Secord, it gives the moderator an
excellert tool to sega into discussiors onthe following points.

General awareness ad knowledge o topic:

Tdl meaboutwhatwent throughyour mind as you lookedover the aticle (or filled out the questbnnare).
(TIP: If a questiomaire is wsed the noderator canask whether sorreone will share hs or ter arswers.

Someore almost alwaydoes)
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Have you ever thought about things like this before, or was this new to you?
Weas there anything that you would say yau particularly agree o disagree wth?
Particip ants’ sources for information about the topic:

Think back to times you have thought about this before and tell me about when and where you first started
hearing aboutthis topic. Wasit in a nevgape? On TV? From fiends?

Whether people needwant information about the topic:
Wauld you say that information about this is very interesting to you, somewhat interesting, or got ver
interesting? Tell me about why you feel that wagTIP: It is usually not as reveahg to ask people whether
theythink informationisimportant Theyknow that ‘yes” is the anser you are looking for. They are more
honest if you ask whether somrething is interestimg.)

Does anyone hawe questions about this issue that new information siould try to ansve? (TIP. The
moderator’s job is to find out what questiors people have, not to arswer them)

Why do you think people do/don't (eat healthy, exercise, tee their medcation....)? What makes it dfficult
for people to(ea well, exercisetake treir medication....)? (TIP: Notice that thHs questionis not phrasedas
the nore accsatory “Why don't YOU....?)

Are there same things you can think of that could make it eaier fa themto (ea well, exercisetake their
medication....?

Where/how inform ation should be available:
How do yu think information like this could bemademore available to people?
Where do you think information about this should be available?

Are there particular times athe day, week, or year that mighttetterthanothersto tell peopleaboutthis?
When? Whatwasyour thinking on hat?

If you heard about this from any of the following sources, which would you be most likely to%elieve
Modeator reads alist of specific organizationsand/a soucessuch as“doctor,” “friend,” “ church,” or other
potertially credble souces. (TIP: If the list is lorg, corsider having this as a pncil/paper eercise. Use
symbolic reresetations if your participarts nmay have dfficulty readng.)

Do you haw anyother advice aboutwhatshould or should notbedoneto hdp people learn aboutthis?

Sanple Questions For...
Obtaining particip ants’ reactions to specific cancepts, prototype materials, or program plans.

Suppae you have prepared preliminary message carefs, materials,or program pans ard wart to find out
whether you are on the right track by gettirg sone reactiors from your target adience. Focus growps are often
usedfor this purpose.
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Background:

First, participarts needto gainerough of anidea alout your plars to respnd with their opnions ard swggestiors.
To do this, you might show them a foameore toard featuing key messages iblock print; a mockup of a
brochure with draft text ard graghics; peliminary artwork for anadvertisenert; storyboards ordrawings of some
plamed footagefor a video; or draft press releases or factesdts. Or, you might play anaudiotape of a raib spot
or of several psside treme sogs for a camgign.

You oould begin with ashort version d some of the same typesof questiors that areoutlined abovefor learring
about knowledge, attitudes,ard beliefs, to corfirm what you expected or reveal new issues. The moderator then
will be alde to address tlose ints as prticiparts view the meterials. Then materials are itroduced—amd

possilly tools for felping people provide their feedack, suwch as a teport card handout for people to “grade’

one or more featues of wlat they review. Or, the moderator coud ask faf of the groyp to explain the main
message of thinformationthe growp readto the otter half.

Appropriate questiors usualy focus on

General openrended reactions:
Tdl mewhatyou thoughtwhen you first looked at this.
Was yaur first reaction generally positive, negative, or samewhere inbetweer?
What would you say is the main idea of this information?
Whether the messae(s) a information is credble:
Whenyau read this information, did you believe it?
Were there some parts that seemed more or less true than others?
Was there anything that was rew to you?
Is there abetter way to say what is here?
Do yau think ather people would believe ths?
Do you think anyone might do something different as a result of hearing about this?
Whether the artwork is appealing and engaging:

Would you say that your reaction to the way this looks was nostly positive, critical, or samewhere in
betweer?

What did you like about it?s there anything you think should be chang&#?ataboutthe peoplefeatured?
The way the words and pictures go togeth@&i® size of the words?
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Where and whenthis is most likely to be noticed:
Do you think yau would notice ths if it was (an a cered box, on televisia, at the dentist’s dffice)?
Where do you think this should be available?
Where d yau think people would notice sanething like this?

Are there dher ways that you would try to get this information across topeople?

Sanple Questions For...
Obtaining particip ants’ feedack after materials and/or program activities have beenin place for a
period of time.

Focus groupsare dso used to abtain feedback from people on how well things have workedafter materialshave
been available or program activities &ve beenimplemenied To begin, mary of the same tges of auestiors
(about participants' knowledge, atitudes or leliefs ard reactiors to meterials) are asketh groyps with this
evaluation pumpose. Then, additiona questiors are ircluded to learnmore alout whether materials or activities
influenced participarts in sorre way ard whether participans have siggestiors or information need that rew
materials aml activities slould incorporate. For exanple:
Awareness ad impact of materials/activities:

For materials ...

Does ayone recdl seeirg this (messae, ad, brochure, etc) before? Where?

What went through yur mind whe you saw this?

Have you seen other information about this, but not this particular (brochure, agref@IP: A
guestionlike this lets you compare recall of gur materials to tht of ifformationfrom other souces)

For activities .. .
Has anyone ever participated in the (blood drive, walkathon, volunteer program)?
Had you heard ofit, but dected notto participate?
Is there anything you started doing differertly after...
Suggestions for changing materials/ectivities:
Is there anything you would change about this . . .
For materials. . .

What it says? What changes to the wording are needed?
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The way it looks?What might improve the way it looks?

Are there some places you think this should be available?

Anything that needs to go wih it?

For activities . . .

Whatadvice do you have about what could make this more interesting so more people will gatinvol
Easier fa themto get involved? (eg., differernt time, location)

Remember, these areyst sone ideas to getqu started The best questiors will come from your researcheam
ard will be guided by your specific researchpurpose.



APPENDIX D:
DiscussiONGUIDE

INTRODUCTION

Speak ore at a time

No right or wrorg arswers

Audiotaping

One-way mirror

Corfidertiality

Respondents' introdudion: name, where from, how/when they learned they had diabetes

Inform group that information discussedis goirg to be amalyzedas a wble ard that participarts’ names
will not be usedin ary aralysis of the dscussion

Topic dscussedthis evering is Type 2 diabetes.
[I[F NECESSARY, MODERATOR WILL EX PLAIN THAT THOSE WI TH TYPE 2 DIABETES
SOMETIMES NEED INSULIN]

BACKGROUND

A.

What was yur reactionto the rews that you had diabetes? Why?
[PROBE: FEARS, CONCERNS, FEELINGS OF OPTIMI SM, HELPLESSNESS]
Wha other names do people have for diabetes?

[PROBE: ANY DIFFERENT WAYS OF DESCRIBING DIABETES IN THI S
PARTI CULAR ETHNI C/RACIAL GROUP]

[PROBE: FOR ANY OTHER METAPHORS FOR | LLNESS OR TREATMENT]
Do you worry about your diabetes? Why/why not?

[PROBE: HOW SERIOUS OF A CONDITION DO RESPONDENTS PERCEVE
DIABETES TO BE?]

What are some reasswhy people do not marege tteir dabetes well?

[PROBE: LACK OF KNOWLEDGE, EX PENSE, LACK OF TIME, POOR ACCESS TO
HEALTH CARE]

[PROBE: WHAT KEEPS YOU FROM BEI NG ABLE TO CONTROL YOUR
DIABETES?]

Some people think there is ot much they cando to cortrol their dabetes. Why?

Isthere aything a personcando to keepfrom getting diabetes?
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[PROBE FOR EXAMPLES]
G. What are tle benefits of keeping your blood swjar incortrol?

H. Some people saythat dabetes is more commammorg Native Americars thanin the gereral U.S.
population |s this staterert true or false?

How conmon is dabetes inthis conmunity? Why do you think so?
How do people in the commuity feel alout diabetes?
.  SOURCES OFNFORMATION

A. How much do you think other people in your community know atout diabetes?
How do they learnabout it?
Where @ you/others in your community typically get irformation alout diabetes?
[PROBE: FOR SOURCES OF NFORMATI ON]

B. What problems have you ercounteredin getting helpful information about diabetes?

C. How ard where woud you prefer to get iformationalout diabetes?
Who/what is the nost trustworthy souce for irformation about diabetes inyour community?
[PROBE: TV, RADI O, VIDEO, PRINT, DIRECT MAI L, COMMUNI TY HEALTH
EVENTS, SUPPORT GROUPS, AT THE CLINIC, FROM THE DOCTOR, FROM THE
CLERGYMAN, FEDERAL HEALTH AGENCI ES SUCH AS THE CENTERS FOR DISEASE
CONTROL AND PREVENTION AND THE NATIONAL INSTITUTES OF HEALTH,
ORGANIZATIONS SUCH AS THE AMERICAN DIABETES ASSOCIATION, ETC.]

D. What dabetes message® gou think others like you needto know?

How do you suwggest gettig these nessages across?

E. Have you heardabout a rew study that stowedhow importart it is to keegtrack of your swjars
and keepthem as close toanmal as psside?

Where dd you hear alout this study?
[PROBE FOR REACTION TO STUDY]

F.  Wha dodoctors and helth care providers nat undestand eout the Native American community
ard its experience withdiabetes?
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How does your healthcare povider's ethic or racial grop affect ks or rer aklity to help you
with your diabetes?

Whenyou visit the doctor, are tlere things that you would like to dscuss that ke or ste tes rot
ask alout?

[PROBE FOR EXAMPLES]

IV. HEALTH CARE

A.

Where @ you get telp for your diabetes?

Please tell ra sone positive ard negative exyeriences yu've had getting help.
[PROBE BOTH POSITIVE AND NEGATI VE EXPERIENCES]

What, if anything, kees you from receivirg help for your diabetes?

Are you alde to oliain the care gu needto marage your diabetes? (eg.,medcines,glucose
testirg strips)

Are there otler ways that dabetes is treateth the Native Americancommunity?
[PROBE TRADI TIONAL WAYS OR HERBAL REMEDI ES]
Do you know aryone who has ever gedthese treatmen?

(If yes) do theytell their healthcare povider about this? Why yes/wty no?

V. PERSONALAND FAMILY EXPERENCE [MOST IMPORTANT]

A.

B.

Who in your family is involvedin helping you make healthcare @cisiors?
How does your family hdp you manage your diabetes?

[PROBE TESTING BLOOD GLUCOSE, EXERCISE OR PHYSICAL ACTI VITY, FOOD
PLAN MODI FICATI ONS]

How does your family feel alout your diabetes?
Does stresslpy a role inthe lives of pople with diabetes inyour community? How/why?

Have there keenparticular challernges or poblems your family has tad to face sioe you were
diagrosedwith diabetes? Why yes/wty no?

What have they done to cope with these poblems?
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E. Whakind d suppat does a pason with diabetes need from his/her family and community?
[PROBE CHURCH, FAMI LY, AND COMMUNI TY ACCEPTANCE]
Please ye me same exanples d this type d suppat.

VI. FOOD PLAN AND EXERCISE OR PHYSCAL ACTIVITY [IF TIME ALLOWS]

A. What kinds of things ces dabetes keeyou from doing?

B. How have you changed your eating habits since learning you have diabetes?
[PROBE TYPES AND PREPARATION OF FOOD]
What has keenthe herdest clange to make inerms of foodchoices?

C. What is the herdest @rt about following your food plan?

For instarce, a personwith diabetes is inited to a social gagring. People have krought food to
share. What groblems aes a grsonwith diabetes lave inthis situatior?

How dothey cope?
[PROBE FOR OTHER EXAMPLES]

D. Are there ay particular problems with being a Netive Americanard maintaining the foodplan
that your healthcare povider recommeds for your diabetes?

[PROBE DOES FOOD PLAN INCLUDE/ EXCLUDE ETHNI C FOODS?]
E. Do people with diabetes feel egluded from ary physical activities?How? Why?

For exanmple, the gramichildren of a personwith diabetes wahto go for a walk.The
grandpaent’s blood sugar is high so hd'sheis tired and may na want to paticipate.

[PROBE FOR OTHER EXAMPLES]
F. Does exrcise ad physical activityhelp you marege your diabetes?
Why/why not?
VIl. PROJECTVES[IF TIME ALLOWS]

Now I'm going to saya setence,ard I'd like you to conplete it withthe first wordthat cones to nind.
Please write dwn the first thought that cones to yur mind as Ifinish speakirg.

[MODERATOR WI LL DI SCUSS RESPONDENTSREACTI ONS AFTER EACH
PROJECTIVE IS COMPLETED]
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A. “People who have diabetes are...”

B. “Thinking aout my diabetes, if | could change one thing, | would...”
C. “The worst thing ebout having diabetes is...”

D. “The best thing ebout having diabetes is...”

E. If you were goimgy to create a maual for people like you to teachthem alout diabetes ad how
theyitheir famly members slould treat it,this manual should cortain...

[PROBE ANY PARTI CULAR ETHNI C/CULTURAL COMPONENTS THAT THI S
MANUAL SHOULD PORTRAY]

F.  “What | wish my hedlth care provider knew about Native Americans is ...”

[MODERATOR WI LL COME TO THE BACK ROOM TO SEE | F THERE ARE ANY OTHER
QUESTIONS]



APPENDIX E:
BUDGETING FORFOCUSGROUPS

Many factors influence the cst d a series bfocus goups. “Full-senice” canmercial suppat, includinga
professioml moderator (strogly recommeded) ard experts to amlyze the results, typically costs at least $,000
pe groupin 1997. Approximate costs for one such focus group d 10 to12 paticipants are shown in thetable
bdow.

Activity Approximate Cost

Recruiting paticipants $1,000%$1,500

Incentives far participants $600 (@ $50 each fd.2 peple)

(eg., honorarium, trarsportation)

Space rental $300 per day

Refreshments (for participants only) $150

Prdessimal moderato $800 and up dependirap senices preided
Taping audio: $25;video: $250

Transcription $175 ad up

Analysis of findings ard report Depends on scope of services pvided
preparation

There are aumber of ways to redice trese costsWays to redice exppenses wiile maintaining the integrity of
your researclaresunmarizedbelow ard discussedin Section 3. Be sure you evauate the researchmplications
of ary costeutting measues You corsider.

Whenthinking about ways to cu costs,ask tle following questiors:

4 Isa sitable corfererce room or otlr appropriate sface availake at ro cost or at ominal cost?

4 Are community partners or staff willirg to donate or pepare refresments?

¢ Do you have names aml phone numbers of pospective grticipants? If you do, the cost of recriting
participants will be corsiderablly lower.

¢ Doyou needa verlatim trarscription of the dscussion or could the detailed notes of an observer serve your
purpose as well?

¢ Areyou confortalde with theidea of peparing the report yourself? Or, if you think your study woud benefit
from the guidarnce of researcltorsultants, do you needonly a modakst smmaryof the mainthemes ratér than
a lergthy and detailed report?

By cortrast,you mayneeda more geerous allowarce if

¢ The people you wart to recrtit live far from anagpropriate facility.
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4 You wart to recrut healthprofessiorls a must pay them Fonoraria comprable to their hourly rate.
¢ You needa modrator wio speaks a laguage other than English or a ‘simulcast” trarslator.
4 You wart professiomls to pepare a étailed aralysis of the findings.

Discuss your needs careflly with a focts groyp field firm, moderator, or other reserch consultant. Most will be
quitewilling to hdp you meke themost of your budget and suggestways 1o cut coss without sacificing quality .



